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SERIES  INTRODUCTION- -The  Disability  Rights  and  Independent  Living 
Movement,  by  Simi  Linton 


When  I  was  asked  to  write  the  introduction  to  the  Bancroft 
Library's  oral  histories  on  the  disability  rights  movement  in  Berkeley, 
it  reminded  me  of  the  summer  of  1975,  when  I  left  New  York  City  and 
headed  out  to  Berkeley,  California.   For  Berkeley  was  the  place  to  be  I 
told  my  friends,  filled  with  hippies  and  free  love.   I  would  spend  the 
summer,  take  courses  at  the  university.   I  had  been  disabled  just  a  few 
years  and  this  was  my  first  trip  on  my  own,  away  from  the  tight  circle 
of  family  and  friends  I  had  relied  on  in  those  early  years. 

Someone  had  told  me  that  Berkeley  was  a  center  of  disability 
activism,  but  I  didn't  tally  that  in  my  list  of  reasons  to  go  there.   I 
was  a  naive  young  woman  in  my  twenties,  and  still  new  to  disability.   I 
"managed"  my  disability  by  keeping  its  profile  low,  and  its  needs  in 
check.   I  use  a  wheelchair,  and  did  then,  and  decided  I  would  need  to 
call  the  disabled  students'  office  at  the  university  to  get  help  finding 
an  accessible  apartment  near  the  campus,  but  also  decided  this  would  be 
the  only  concession  I  would  make  to  my  disabled  state.   I  was  fine,  I 
told  myself  and  my  family,  and  by  that  I  meant  I  could  go  anywhere,  I 
could  do  everything.   Disability  would  not  bog  me  down  and  it  would  not 
mark  me. 

While  bold  on  the  outside,  I  harbored  the  deep  fear  that  I  might 
fail  in  my  ability  to  keep  disability  in  its  place,  that  it  would  come 
crashing  in  around  me  and  swallow  me  up.   I,  therefore,  was  completely 
unprepared  for  the  headlong  leap  I  made  that  summer  toward  disability, 
toward  the  people  and  the  territory  that  I  had  shunned.   I  never 
imagined  that  I  would  move  toward  disability  with  interest  and  gusto. 
It  didn't  happen  all  at  once  in  that  brief  summer,  but  I  call  that  time 
in  Berkeley  my  coming  out. 

I  had  arrived  in  a  place  where  disability  seemed  more  ordinary 
than  it  was  where  I  had  come  from,  where  accommodations  were  apparent, 
where  the  curbcuts  on  every  corner  made  it  possible  for  me  to  go  to  the 
supermarket,  to  the  bookstore  and  up  to  campus  without  having  to  stop 
someone  at  each  corner,  explain  to  them  how  to  tilt  my  wheelchair  back, 
take  it  down  the  curb,  and  lift  it  back  up  on  the  other  side.   Although 
Berkeley  may  not  have  had  significantly  more  disabled  people  than  other 
places,  it  seemed  to.  Maybe  it  was  because  I  was  out  on  the  streets 
more  than  I  was  in  New  York.   I  saw  people  acting  out  the  daily  routines 
of  life — going  to  the  supermarket,  school  or  their  jobs — using 
wheelchairs  or  crutches,  brandishing  white  canes,  using  sign  language 
and  all  of  the  other  indicators  of  membership. 
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And  life  started  to  become  easier  and  more  flavorful,  not  by 
avoiding  disability  but  by  living  with  it  in  a  different  way.   The  lure 
of  the  other  disabled  people  I  saw  was  great,  and  I  learned  that  it  was 
those  people,  most  I  never  got  to  meet,  who  were  responsible  for  the 
curb  cuts,  accessible  bathrooms,  the  independent  living  center  where  I 
went  for  help,  and  the  disabled  students  office  that  had  found  an 
apartment  for  me.   I  had  never  seen  any  place  where  disabled  people  were 
in  charge  and  it  thrilled  me  and  made  me  optimistic  about  my  life  in  a 
way  that  no  other  experience  could. 

I  learned  back  then  that  it  was  not  some  benevolent  church  group 
that  carved  out  those  curb  cuts,  or  a  member  of  the  town  council  trying 
to  get  votes  who  mandated  accessible  facilities,  they  were  due  to  the 
deliberate  actions  and  painstaking  labor  of  members  of  the  disability 
community  who  fought  for  the  changes  that  were  made.   Their  work  set  the 
stage  for  the  ongoing  struggle  for  rights  and  liberties  that  has  engaged 
a  nation  of  activists.   Today,  while  discrimination  remains  a  constant 
in  disabled  people's  lives,  the  right  to  an  accessible  environment,  to 
housing,  employment,  and  transportation  is  governed  by  laws  that  are 
increasingly  exerting  influence  on  those  who  discriminate.   Further,  the 
idea  of  integration,  in  education,  in  public  accommodations  and  in 
transportation,  pervades  the  informed  discourse  on  disability  rights  and 
is  supported,  again,  by  legislation  that  mandates  desegregating  society. 

The  Bancroft  Library's  Regional  Oral  History  Office  project,  "The 
Disability  Rights  and  Independent  Living  Movement:  The  Formative  Years 
in  Berkeley,  California,  1960s-1980s, "  exposes  the  brick  and  mortar  of 
these  victories.   Present  in  the  narratives  are  major  players  and 
significant  events,  as  well  as  the  vital  auxiliary  figures  and 
contributing  influences  that  form  the  connective  tissue  of  the  Berkeley 
portion  of  these  movements.   The  histories  also  reveal  the  dilemmas  and 
roadblocks  that  halted  progress  and  interfered  with  the  integrated  and 
equitable  society  that  the  framers  of  this  political  agenda  envisioned. 

It  is  a  critical  time  to  look  closely  at  the  progress  that  has 
occurred,  and  to  study  the  impairments  and  deficits  that  remain  in  our 
not  yet  fully  integrated  and  equitable  society.   Researchers,  activists 
and  those  who  write  policy  need,  of  course,  to  examine  the  present 
moment,  and  evaluate  the  necessary  steps  to  take  to  move  forward.   Yet, 
just  as  important,  is  an  examination  of  what  led  us  here.   How  are 
present  problems  connected  to  past  struggles?  How  do  ideas  that  we  act 
on  today,  relate  to  those  formulated  in  past  eras? 

The  oral  history  project  provides  detailed  answers  to  those 
research  questions.   The  material  they  have  assembled  will  be  of  value 
to  researchers,  artists  of  all  kinds,  activists  and  policy  makers.   This 
endeavor  is  made  possible  now  by  opportunities  afforded  by  the  present 
moment  that  were  not  readily  available  before.  The  early  activities  and 
ideas  have  had  the  opportunity  to  grow  and  take  root.   There  has  been 
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time  to  evaluate  their  impact  and  to  see  the  shifts  in  ideas,  policy, 
and  human  interactions  spurred  by  what  at  first  glance  might  seem  to  be 
a  random  set  of  activities  undertaken  in  reaction  to  specific  concrete 
problems . 

In  addition,  there  have  been  a  number  of  developments  over  the 
last  three  decades  that  have  created  both  the  need  and  the  impetus  for 
this  work.   I've  grouped  these  into  four  sections  that  outline  some  of 
the  cultural,  scholarly  and  political  activity  that  informs  this  work. 

The  Social  Construction  of  Disability  and  the  Significance  of  Community 

What  I  witnessed  in  the  summer  of  1975  when  I  came  to  Berkeley 
from  New  York  was  that  disability  could  mean  something  different  just  by 
moving  to  a  new  location.   I  wouldn't  learn  the  term  "social 
construction"  for  another  fifteen  years,  but  I  did  learn  through  direct 
experience  that  disability  is  not  fixed.   I  also  learned  that  the 
disability  community  is  a  powerful  and  meaningful  entity. 

Fundamental  to  the  Regional  Oral  History  Office  project  is  an 
understanding  of  the  social  construction  of  disability.   The  efforts 
begun  in  the  sixties  by  the  people  interviewed  here  to  reframe 
disability  as  a  social  designation  and  to  conceptualize  obstacles  to 
employment,  education  and  integrated  living  as  a  civil  rights  issue, 
rather  than  an  individual  problem  of  impairments  and  deficits,  made  it 
possible  to  understand  disability  that  way.   Further,  an  essential 
prerequisite  for  the  progress  of  the  disability  rights  movement  was  the 
organization  of  the  disability  community,  a  coalition  formed  by  the 
discovery  of  each  other  and  the  recognition  of  our  common  social  status. 
Although  medical  and  educational  institutions  continue  to  categorize  and 
divide  people  by  impairment  status,  the  formation  and  the  formulation  of 
the  "disability  community"  has  had  a  major  impact  in  the  social/ 
political  arena. 

For  all  my  early  learning,  and  my  ongoing  study  of  disability,  it 
is  in  reading  these  histories  that  I  have  begun  to  understand  how 
profound  and  original  the  ideas  are  that  drove  the  early  activists.   The 
voices  that  are  heard  here  demonstrate  the  purposefulness  of  the 
activists  and  their  comprehensive  vision  of  an  equitable  society.   If 
this  research  platform  were  to  reveal  nothing  else,  it  would  be 
invaluable  as  a  means  to  contradict  the  stereotypes  of  disabled  people, 
and  of  the  disability  rights  movement  as  merely  riding  the  coattails  and 
mimicking  the  agendas  of  the  civil  rights  and  feminist  movements. 

Yet,  not  only  does  this  collection  of  histories  serve  as  an 
exemplar  of  social  construction  and  the  significance  of  community,  it 
demonstrates  the  unique  nature  of  the  construction  of  disability  and 
illustrates  the  struggle  to  define  and  assert  rights  as  a  minority  group 
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in  the  face  of  powerful  efforts  to  confine  disability  within  the 
province  of  medical  discourse. 

The  Value  of  First-Person  Narratives 

A  second  domain  that  informs  this  project  is  the  increased 
attention  to  the  active  voice  of  previously  marginalized  peoples.   First 
person  narratives,  long  discredited  in  academic  circles,  are  now 
accepted  by  a  wide  variety  of  scholars  and  public  historians  as  not  only 
valid,  but  necessary  research  tools.   ROHO's  intent  to  bring  disabled 
people's  perspective  to  the  forefront  is  consistent  with  that  approach, 
and  the  nuanced  and  detailed  data  they  obtained  demonstrates  again  the 
value  of  the  methodology.   Disability  has  traditionally  been  studied  as 
the  effect  of  war  or  violence,  the  failures  of  medicine,  or  other 
causes.   In  these  narratives,  we  see  that  what  brought  disability  to  the 
individual  becomes  much  less  important  than  what  the  presence  of 
disability  causes  to  happen.   Significantly,  the  narrators  show  the  ways 
that  disability  sets  in  motion  certain  social  and  institutional 
responses.   As  these  histories  reveal,  a  disabled  person's  presence  in  a 
school,  a  restaurant,  a  job  interview,  a  social  gathering,  or  other 
venue  often  caused  events  to  unfold  in  particular  ways. 

While  scholars  outside  of  disability  studies  have  rarely  paid 
attention  to  disability  narratives,  this  project  provides  compelling 
documentation  of  the  place  of  disability  within  the  larger  social  arena, 
and  also  demonstrates  the  ways  that  disability  plays  a  role  in  shaping 
an  historic  moment.   I  believe  that  the  rich  insights  of  the  narrators 
and  their  ability  to  reveal  the  complex  consequences  of  disability 
oppression  will  engage  scholars  within  disability  studies  as  well  as 
those  outside  the  field.   For  instance,  researchers  might  want  to  look 
at  what  the  histories  reveal  about  the  parallels  between  the  place  of 
women  in  other  early  civil  rights  struggles  and  in  the  disability  rights 
movement.   They  may  want  to  examine  disabled  people's  perspective  on 
their  exclusion  from  other  social  justice  platforms  or  consider  the 
obstacles  that  the  disability  community  itself  may  have  erected  to 
coalition  building  with  other  disenfranchised  groups. 

Complex  Representations  of  Disability  and  the  Social  Milieu 

The  oral  histories  provide  detailed  descriptions  of  the  lives  of 
the  narrators  and  others  in  their  circles.   These  materials  will  be 
useful  not  only  to  researchers  and  activists  but  to  writers  and  artists 
interested  in  portraying  the  lives  of  the  people  interviewed,  or 
developing  fictional  representations  using  these  figures  as  stimuli. 
For  instance,  writers  can  turn  to  these  histories  for  background 
information  for  projects  that  dramatize  events  of  the  sixties.   The 
projects  might  relate  specifically  to  the  events  or  the  people  described 
in  the  oral  histories,  or  the  research  might  be  aimed  at  gaining  more 
accurate  information  about  secondary  characters  or  events.   A  writer 


might  want  to  learn  more  about  what  the  Cowell  Residence  really  looked 
like,  who  lived  there,  what  were  the  attendants  like,  some  of  whom  were 
conscientious  objectors  doing  alternative  service  during  the  Vietnam 
War,  or  what  kinds  of  wheelchairs  and  other  adaptive  equipment  were 
people  using  then.   These  histories  are  about  disabled  people  and  the 
genesis  of  the  disability  rights  movement,  but  they  are  also  histories 
of  the  period  and  will  be  useful  in  providing  more  accurate 
representations  of  both. 

While  mainstream  cultural  products  continue  to  depict  disabled 
people  and  disabled  characters  in  inaccurate  and  narrow  ways,  a  growing 
number  of  writers,  artists,  actors,  and  performance  artists  who  are 
disabled  or  are  insiders  in  the  disability  community  are  providing  more 
realistic,  interesting  and  complex  representations  of  disability  to  a 
wider  audience  than  the  arts  ever  have  before.  Although  the  numbers  are 
still  small  and  the  venues  marginal,  I  expect  that  over  the  next  decade, 
as  increasing  numbers  of  disabled  people  gain  access  to  higher  education 
and  training  in  the  arts,  their  ranks  will  grow  and  as  they  do,  this 
material  will  continue  to  grow  in  value. 

A  Resource  for  Disability  Studies  Scholars 

Finally,  this  project  will  be  an  invaluable  resource  to  the 
growing  ranks  of  disability  studies  scholars.   Disability  studies  began 
to  take  shape  as  an  organized  area  of  inquiry  in  the  early  1980s.   Prior 
to  that  time,  although  there  were  isolated  pockets  of  transformative 
scholarship  in  some  liberal  arts  fields,  the  study  of  disability  was 
housed  almost  exclusively  in  the  specialized  applied  fields 
(rehabilitation,  special  education,  health,  et  cetera).   Disability 
studies  came  along  and  provided  a  place  to  organize  and  circumscribe  a 
knowledge  base  that  explains  the  social  and  political  nature  of  the 
ascribed  category,  disability.   The  field  has  grown  enormously, 
particularly  since  the  early  1990s,  as  has  the  Society  for  Disability 
Studies,  the  organization  that  supports  the  work  of  scholars  and 
activists  interested  in  the  development  of  new  approaches  that  can  be 
used  to  understand  disability  as  a  social,  political  and  cultural 
phenomenon . 

Certain  ideas  pervade  disability  studies.   For  instance,  a  number 
of  authors  have  examined  such  ideas  as  autonomy  and  independence.   The 
perspectives  employed  in  a  disability  studies  analysis  of  such  phenomena 
afford  a  complex  look  at  these  hitherto  rarely  examined  ideas.   Scholars 
interested  in  the  theoretical  implications  of  these  ideas  will  benefit 
from  examining  the  ROHO  histories.   They  will  learn,  as  I  did  in  a 
recent  reading,  how  the  early  activists  discovered  that  the  surest  route 
to  gaining  independence  was  to  have  access  to  attendant  care.   These 
young  people,  many  just  out  of  institutions,  or  living  away  from  home 
for  the  first  time  in  their  lives,  were  creating  a  new  type  of 
community,  one  in  which  it  was  clearly  understood  that  support  and 
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services  are  necessary  for  individual  autonomous  functioning.   They 
recognized  the  irony  that  what  is  typically  thought  of  as  "total 
dependence"  was  instead  the  ticket  to  the  greatest  freedom  and  autonomy 
they'd  ever  known.   Rather  than  wait  for  the  nurse  or  orderly  in  their 
institution  to  "decide"  if  it  was  time  to  get  out  of  bed,  have  a  shower, 
eat  dinner  or  watch  television,  with  personal  attendants  available  and 
under  their  direction  they  could  make  these  decisions  on  their  own. 
Rather  than  wait  at  home  for  their  mother  or  other  relative  or  friend  to 
bring  them  food  or  take  them  somewhere,  they  could  lobby  the  university 
for  a  lift-equipped  van  that  would  be  at  their  disposal  and  provide  them 
with  access  to  the  kinds  of  leisure  activities  non-disabled  students 
take  for  granted.   They  learned  by  setting  up  their  own  wheelchair 
repair  services,  and  hiring  qualified  mechanics,  they  could  keep  their 
manual  chairs,  and  the  power  wheelchairs  that  they  also  had  lobbied  for, 
in  working  order. 

Through  their  lived  experience  they  had  the  occasion  to  formulate 
a  new  way  of  thinking  about  such  accepted  ideas  as  what  constitutes 
independence;  what  is  freedom,  equity,  and  integration;  the  ways  that 
physical  dependence  and  psychological  independence  are  two  separate  and 
potentially  unrelated  variables.   Disability  studies,  while  dominated  by 
theoretical  formulations,  social  science  research  methodology,  and  modes 
of  analysis  employed  in  various  areas  of  the  humanities,  will  benefit 
enormously  from  the  concrete  examples  given  here  of  the  abstract 
principles  our  work  depends  on. 

The  value  of  this  project  will  ultimately  be  revealed  as  future 
research,  creative  endeavors,  and  policy  initiatives  are  developed  that 
have  utilized  this  primary  source  material.   Over  the  decades  to  come, 
researchers  in  all  areas  of  inquiry  will  find  within  these  documents 
numerous  variables  to  be  tested,  relationships  among  people,  events,  and 
trends  to  be  examined,  cultural  phenomena  to  be  studied  and  dramatized, 
and  ideas  to  be  woven  into  theory  or  literature.   The  most  exciting 
research  opportunity  that  this  work  affords  is  the  examination  of  the 
beliefs  and  behaviors  of  people  whose  demands  for  equity  and  justice 
upped  the  ante  in  the  fight  for  an  inclusive  society. 

The  Regional  Oral  History  Office  staff  are  to  be  commended  for 
their  vision.   They  have  brought  us  a  vital  piece  of  history,  one  that 
would  be  lost  and  forgotten  if  it  were  not  for  them.   They  have  captured 
in  these  individual  histories,  a  history.  And  a  legacy. 

Simi  Linton,  Ph.D.,  Co-Director 
Disability  Studies  Project 
Hunter  College 

New  York,  New  York 
April  1999 
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SERIES  HISTORY- -The  Disability  Rights  and  Independent  Living  Movement 
Oral  History  Project,  by  Ann  Lage  and  Susan  O'Hara 


Historical  Framework 

The  movement  by  persons  with  disabilities  for  legally  defined 
civil  rights  and  control  over  their  own  lives  took  on  its  present 
framework  in  the  1960s  and  1970s.   Virtually  simultaneously  in  several 
cities  nationwide,  small  groups  of  people  with  significant  disabilities 
joined  together  to  change  the  rules  of  living  with  a  disability.   No 
longer  content  with  limited  life  opportunities,  nor  willing  to  be 
defined  solely  as  medical  patients,  they  shared  the  willingness  to 
challenge  authority,  discard  received  wisdom,  and  effect  societal  change 
that  was  the  hallmark  of  the  era.   Not  surprisingly,  the  disability 
movement  paralleled  other  movements  for  equity  and  civil  rights  by  and 
for  racial  minorities,  women,  and  gay  people.   From  our  vantage  at  the 
close  of  the  century,  it  is  apparent  that  these  movements,  taken 
together,  have  changed  the  social,  cultural,  and  legal  landscape  of  the 
nation. 

Berkeley,  California,  was  one  of  the  key  cities  where  models  for 
independent  living  were  developed.   A  small  group  of  young  people,  all 
wheelchair  users,  had  one  by  one  enrolled  at  the  University  of 
California  in  the  1960s.   In  an  era  prior  to  accessible  dormitories  or 
private  housing,  they  were  given  living  quarters  in  the  campus's  Cowell 
Hospital.   In  the  midst  of  the  campus  maelstrom  of  free  speech,  civil 
rights,  and  anti-war  protests,  they  experimented  with  radical  changes  in 
their  daily  lives,  articulated  a  new  philosophy  of  independence,  and 
raised  their  experience  to  a  political  cause  on  campus  and  in  the 
community . 

By  1972,  these  students  had  created  new  institutions,  run  by  and 
for  people  with  disabilities,  which  soon  attracted  national  attention. 
The  first  two  of  these  organizations,  the  Physically  Disabled  Students' 
Program  on  the  campus  and  the  Center  for  Independent  Living  in  the 
community,  drew  several  hundred  people  with  disabilities  to  Berkeley 
from  across  the  United  States.   This  early  migration  became  the  nucleus 
and  the  strength  of  the  community  that,  for  many,  came  to  symbolize  the 
independent  living  movement. 

Political  action  kept  pace  with  the  developing  awareness  and 
institutional  growth.   In  the  early  seventies,  the  Berkeley  group 
successfully  lobbied  the  city  of  Berkeley  for  curb  cuts  and  the  state 
legislature  for  attendant  care  funding.  In  1977,  scores  of  persons  with 
disabilities  sat  in  for  twenty-six  days  at  the  offices  of  the  federal 
Department  of  Health,  Education,  and  Welfare  in  San  Francisco,  as  part 
of  a  nationwide  protest  that  eventually  forced  implementation  of  Section 
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504  of  the  Rehabilitation  Act  of  1973,  often  called  the  Bill  of  Rights 
for  Americans  with  Disabilities.  Many  participants  trace  their 
awareness  of  disability  as  a  civil  rights  issue  and  their  sense  of 
membership  in  a  disability  community  to  the  1977  sit-in. 

By  the  1980s,  a  number  of  other  important  organizations  had 
evolved  from  the  Berkeley  experience:  the  Disability  Rights  Education 
and  Defense  Fund  (DREDF) ,  the  World  Institute  on  Disability  (WID) , 
Computer  Training  Program  (later,  the  Computer  Technologies  Program 
[CTP]),  the  Bay  Area  Outreach  Recreation  Program  (BORP) ,  and  others. 
All  of  these  organizations  shared  the  original  philosophy  of  the 
Berkeley  movement.   Their  example  and  their  leaders  have  had  national 
and  even  international  impact  on  the  quality  of  life  and  civil  rights  of 
persons  with  disabilities. 


Genesis  of  the  Project 

The  idea  for  a  project  to  document  these  historic  events 
germinated  for  nearly  fifteen  years  before  funding  was  secured  to  make 
possible  the  current  effort.   In  1982,  Susan  O'Hara,  then  director  of 
the  Disabled  Students'  Residence  Program  at  the  University  of 
California,  Berkeley,  contacted  Willa  Baum,  director  of  the  Regional 
Oral  History  Office  (ROHO)  of  The  Bancroft  Library,  suggesting  that  the 
genesis  of  the  Berkeley  movement  be  recorded  in  oral  histories  with 
participants  in  the  campus's  Cowell  Hospital  Residence  Program.   Mrs. 
Baum  and  Ms.  O'Hara  began  planning,  enlarged  the  project  scope,  gathered 
faculty  support,  and  initiated  the  search  for  funding.   Their  efforts 
produced  three  grant  applications,  the  final  one  in  cooperation  with 
Professor  Raymond  Lifchez  of  the  UC  College  of  Environmental  Design,  to 
the  National  Endowment  for  the  Humanities,  none  successful. 

ROHO  then  secured  funding  from  the  Prytanean  Society,  a  Berkeley 
campus  women's  service  group,  to  produce  oral  histories  with  Arleigh 
Williams  and  Betty  Neely,  both  campus  administrators  who  oversaw  the 
establishment  of  the  early  disabled  students'  programs.   Herb  Wiseman,  a 
former  staff  member  of  the  disabled  students'  program,  conducted  these 
two  interviews  in  1984-1985.  Later,  the  California  State  Archives  State 
Government  Oral  History  Project  funded  an  oral  history  with  Edward 
Roberts,  the  first  student  in  the  Cowell  program  and  later  the  director 
of  the  California  State  Department  of  Rehabilitation.   This  initial 
support  proved  essential;  all  three  individuals  were  to  die  before  the 
current  project  was  funded. 

By  1995,  as  the  historical  importance  of  the  events  in  Berkeley 
and  beyond  grew  increasingly  evident,  the  fragility  of  the  historical 
record  became  ever  more  apparent.   The  archival  records  of  key 
institutions  that  grew  out  of  the  movement  and  shaped  nationwide  events 
were  not  collected  and  preserved  in  a  publicly  accessible  library.  The 
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personal  papers  of  key  leaders  of  the  movement  were  scattered  in 
basements  and  attics.  Moreover,  the  urgency  of  preserving  the  memories 
of  participants  through  oral  history  interviews  was  underscored  by  the 
death  of  five  pioneer  disabled  activists  in  the  previous  several  years. 

When  Susan  O'Hara  and  Mary  Lou  Breslin  outlined  the  scope  of  the 
problem  to  The  Bancroft  Library,  the  then-curator  of  Bancroft 
Collections,  Bonnie  Hardwick,  joined  Willa  Baum  in  support  of  the  idea 
of  developing  a  comprehensive  disability  collection  at  Bancroft.   Baum, 
Hardwick,  and  Ann  Lage,  associate  director  of  ROHO,  worked  with  leaders 
of  the  disability  community  to  design  a  plan  for  an  archival  collection 
at  The  Bancroft  Library,  to  include  both  in-depth  oral  history 
interviews  and  written  and  photographic  records  of  major  organizations 
and  activists.   The  Disabled  Persons'  Independence  Movement  collection 
was  envisioned  as  "a  primary  historical  resource  of  national 
significance,  a  research  platform  for  future  scholars,  for  persons  with 
disabilities,  and  for  public  education."  The  National  Institute  on 
Disability  and  Rehabilitation  Research  generously  funded  the  three-year 
project  in  1996. 


Project  Staff  and  Advisors 

The  collaborative  nature  of  the  project --among  the  disability 
community,  academic  advisors,  oral  historians,  and  archivists—has 
strengthened  it  in  every  respect.   The  advisory  board  included  three 
Berkeley  professors:  Frederick  Collignon  of  the  Department  of  City  and 
Regional  Planning,  who  has  worked  on  disability  issues  since  1970; 
Raymond  Lifchez,  Department  of  Architecture,  who  has  conducted  research 
on  environmental  design  for  independent  living  since  1972;  and  William 
K.  Muir,  Department  of  Political  Science,  who  has  chaired  campus 
committees  on  disability  issues,  and  is  a  scholar  of  U.S.  and  state 
government  and  public  policy.   Paul  Longmore,  professor  of  history  from 
San  Francisco  State  University  and  a  specialist  in  disability  history 
was  crucial  in  defining  themes  and  topics  to  explore  in  oral  history 
interviews.   Mary  Lou  Breslin,  president  and  co-founder  of  the 
Disability  Rights  Education  and  Defense  Fund,  represented  the 
perspective  of  the  organizations  to  be  documented  as  well  as  her 
personal  experiences  as  an  activist  for  disability  rights. 

Knowing  that  oral  history  is  most  often  successfully  carried  out 
by  persons  who  combine  a  compelling  personal  interest  in  the  project 
with  an  ability  to  bring  a  historical  perspective  to  their  task,  the 
Regional  Oral  History  Office  turned  to  the  Bay  Area  disability  community 
itself  to  staff  the  project's  team  of  interviewers.   Susan  O'Hara  became 
the  historical  consultant  for  the  project  and  conducted  a  number  of 
interviews  as  well  as  informing  all  of  the  project  activities.  All  of 
the  project  interviewers  had  personal  experience  with  disability.   A 
majority  had  significant  disabilities,  several  had  participated  in  or 


observed  the  historical  events  to  be  documented  and  knew  many  of  the  key 
players  and  organizations.   Interviewers  included  Sharon  Bonney,  former 
director  of  the  Disabled  Students'  Program  at  UC  Berkeley  and  former 
assistant  director  of  the  World  Institute  on  Disability;  Mary  Lou 
Breslin,  who  crossed  over  from  the  advisory  board;  Kathy  Cowan, 
librarian  for  a  public-interest  nonprofit  organization;  Denise  Sherer 
Jacobson,  a  writer  and  educator  on  disability  issues;  David  Landes,  a 
college  instructor  of  economics  and  coordinator  of  student  affairs  for 
the  Computer  Technologies  Program. 

Joining  the  team  to  interview  narrators  in  Washington,  D.C,  was 
Jonathan  Young,  a  Ph.D.  candidate  in  American  history  at  the  University 
of  North  Carolina  who  had  conducted  oral  histories  on  the  history  of  the 
Americans  with  Disabilities  Act.  When  Mr.  Young  resigned  to  accept  a 
White  House  appointment,  Susan  Brown,  long  familiar  with  disability 
issues  and  other  civil  rights /social  movements,  became  the  project's 
Washington  connection.  Ann  Lage  coordinated  the  interviewing  team  for 
the  Regional  Oral  History  Office,  and  the  office's  regular  staff, 
coordinated  by  production  manager  Shannon  Page,  provided  transcription 
and  other  clerical  support. 

Bancroft  Library  project  personnel  included  Bonnie  Hardwick, 
curator;  Lauren  Lassleben,  supervising  archivist;  and  Jane  Bassett,  the 
project  archivist  whose  job  it  was  to  contact  the  disability 
organizations,  project  interviewees,  and  other  activists  and  survey 
their  records  to  identify  historical  material.   Once  records  and 
personal  papers  were  donated  to  the  Library—more  than  300  linear  feet 
before  the  project's  conclusion—it  was  Jane  and  her  student  assistant, 
Amber  Smock,  who  preserved,  organized,  and  made  the  papers  accessible  to 
scholars  with  detailed  finding  aids.   The  archival  and  oral  history 
projects,  though  separately  administered,  were  in  close  cooperation, 
with  the  interviewing  team  providing  contacts  with  the  disability 
community  and  leads  on  papers  to  collect  and  the  archivists  assisting 
interviewers  in  their  research  in  the  growing  collection  of  written 
records . 


Interviewees  and  Themes 

An  overarching  question  for  the  project  was  to  explore  and 
document  how  this  social  movement  developed  in  time,  place,  and  context; 
how  the  movement  in  Berkeley  was  built,  how  it  became  effective,  how 
individual  life  experiences  contributed  to  and  were  changed  by  the 
movement.   Lines  of  inquiry  included  identity  issues  and  personal  life 
experiences;  social/economic/political  backgrounds  of  individual 
activists;  the  roles  of  women  and  minorities  in  the  movement; 
development  of  leadership;  institution  building  and  management; 
development  of  a  disability  community  group  identity;  media,  mythology, 
public  image  and  the  political  process;  impact  of  technology;  the  range 
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of  efforts  to  influence  disability  law  and  policy  and  to  embed 
disability  rights  into  the  canon  of  civil  rights. 

Interviewees  (narrators)  were  selected  for  one  of  several  reasons: 
the  individual  was  a  founder  or  recognized  leader  of  one  of  the  key 
institutions,  made  a  unique  contribution  to  the  movement,  was  a 
particularly  keen  observer  and  articulate  reporter,  or  was  a  sustainer 
of  the  movement  who  provided  a  unique  perspective.   We  attempted  to 
choose  narrators  who  had  a  range  of  disabilities  and  to  interview 
nondisabled  persons  who  contributed  significantly  to  events  or 
institutions. 

Interviewees  fell  primarily  into  two  categories:  either  they  were 
involved  in  the  residence  program  of  Cowell  Hospital  on  the  Berkeley 
campus  in  the  sixties  or  they  participated  in  the  building  of  early 
organizations  in  the  1970s. 


Group  One — UC  Berkeley's  Cowell  Hospital  Residence  Program 

A  wing  on  the  third  floor  of  Cowell  Hospital  was  the  site  of  the 
first  housing  for  students  with  significant  disabilities  on  the  Berkeley 
campus .   This  cluster  became  a  breeding  ground  for  the  Berkeley  phase  of 
the  independent  living  movement.  About  a  dozen  students—mostly  men, 
mostly  white,  mainly  in  their  twenties,  with  more  and  more  autonomy 
within  their  grasp- -spent  several  years  in  this  benign  but  nonetheless 
isolated  hospital  residence,  in  the  middle  of  a  campus  exploding  with 
student  protest  movements.   Six  of  these  students  were  interviewed, 
including  Ed  Roberts,  who  narrated  several  hours  of  1960s  memories 
before  he  died  with  the  oral  history  still  in  process.   The  former 
students  all  refer  to  their  sense  of  community,  intense  camaraderie,  the 
thrill  of  independence,  an  atmosphere  of  an-idea-a-minute,  and  the 
politics  of  their  involvement. 

Also  included  in  this  first  group  were  certain  early  university 
and  State  Department  of  Rehabilitation  off icials--the  hospital  director, 
the  nurse /coordinator,  counselors --who  might  be  called  traditional 
gatekeepers  but  nonetheless  allowed  the  unorthodox  residence  program  to 
happen  and  in  some  cases  encouraged  it. 

The  majority  of  the  narrators  in  the  first  group  stayed  involved 
in  disability-related  activities  for  many  more  years.   Their  recorded 
histories  include  these  later  activities,  overlapping  with  the  events 
documented  in  the  second  group  of  narrators. 
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Group  Two- -Builders  of  the  Movement 

The  second  group  of  interviewees  are  primarily  founders  and 
leaders  who  participated  in  the  expansive  phase  which  began  in  1970  with 
the  start  of  the  Physically  Disabled  Students'  Program  (PDSP)  at  the 
university,  followed  by  the  founding  of  the  Center  for  Independent 
Living  (GIL)  in  1972.   These  interviews  reveal  the  grassroots  politics, 
high  energy,  occasional  chaos,  unstinting  belief  in  "the  cause",  seat- 
of-the-pants  management,  funding  sources  and  crises,  successes  and 
failures  of  individuals  and  organizations.   In  the  next  few  years  a 
whole  constellation  of  organizations  evolved  to  sustain  the  independent 
living  movement,  including  DREDF,  CTP,  KIDS,  BORP,  WID,  Center  for 
Accessible  Technology  (CAT),  and  Through  the  Looking  Glass.   This  group 
of  interviewees  provide  insight  into  the  politics,  leadership,  and 
organization-building  of  both  their  own  organizations  and  GIL. 

Many  key  interviewees  in  this  group  are  still  in  leadership 
positions  and  have  had  national  and  international  impact  on  disability 
policy  development.  Also  included  in  this  second  group  are  persons  who 
were  not  in  the  top  ranks  of  leadership  but  who  were  keen  observers  of 
the  scene,  could  augment  the  basic  history,  and  offer  further  points  of 
view. 


Oral  History  Process 

All  of  the  project  interviewers  received  formal  and  informal 
training  in  archival  oral  history  procedures  and  met  monthly  as  a  group 
to  plan  and  evaluate  interviews  and  review  progress.   Interviewers 
prepared  a  preliminary  outline  before  each  interview  session,  based  on 
background  research  in  relevant  papers,  consultation  with  the 
interviewee's  colleagues,  and  mutual  planning  with  the  interviewee.   In- 
depth  tape-recorded  interview  session  were  from  one  to  two  hours  in 
length;  interviewees  required  from  one  to  fifteen  sessions  to  complete 
their  oral  histories,  depending  on  the  length  and  complexity  of  their 
involvement  in  the  movement. 

Tapes  were  transcribed  verbatim  and  lightly  edited  for  accuracy  of 
transcription  and  clarity.  During  their  review  of  the  transcripts, 
interviewees  were  asked  to  clarify  unclear  passages  and  give  additional 
information  when  needed.   The  final  stage  added  subject  headings,  a 
table  of  contents,  and  an  index.   Shorter  transcripts  were  bound  with 
related  interviews  into  volumes;  longer  transcripts  constitute 
individual  memoirs. 

More  than  forty  oral  histories  are  included  in  this  first  phase  of 
the  Disabled  Persons'  Independent  Movement  project.   Volumes  can  be  read 
in  the  Bancroft  Library  and  at  the  University  of  California,  Los 
Angeles,  Department  of  Special  Collections.   They  are  made  available  to 
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other  libraries  and  to  individuals  for  cost  of  printing  and  binding. 
Many  of  the  oral  histories  are  accompanied  by  a  videotaped  interview 
session  to  document  visual  elements  of  the  interview  and  the  setting  in 
which  the  interviewee  lives  or  works.   Video  and  audiotapes  are 
available  at  The  Bancroft  Library.   If  funding  for  a  second  phase  of  the 
project  is  secured,  many  of  the  oral  history  transcripts  as  well  as  a 
representative  collection  of  documents  and  photographs  will  be  available 
on  the  Internet  as  part  of  the  Online  Archive  of  California. 

The  Regional  Oral  History  Office  was  established  in  1954  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   The  office  is  under  the  direction 
of  Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley.   The  catalogues  of  the  Regional  Oral 
History  Office  and  many  oral  histories  on  line  can  be  accessed  at 
http://library.berkeley.edu/BANC/ROHO/. 

Special  thanks  are  due  to  donors  to  this  effort  over  the  years: 
the  Prytanean  Society;  Raymond  Lifchez  and  Judith  Stronach;  and  June  A. 
Cheit,  whose  generous  donation  in  memory  of  her  sister,  Rev.  Barbara 
Andrews,  allowed  the  Regional  Oral  History  Office  to  develop  the  grant 
project.   The  Bancroft  Library's  three-year  Disabled  Persons' 
Independence  Movement  Project,  of  which  these  oral  histories  are  a  part, 
was  funded  by  a  field- initiated  research  grant  from  the  National 
Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) ,  U.S. 
Department  of  Education. 


Ann  Lage,  Project  Coordinator 
Susan  O'Hara,  Historical  Consultant 

Regional  Oral  History  Office 
The  Bancroft  Library 
University  of  California,  Berkeley 
September  1999 
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INTERVIEW  HISTORY- -Deborah  Kaplan 


Deborah  (Debby)  Kaplan  was  asked  to  participate  in  this  oral 
history  series  because  of  her  involvement  with  local  disability 
organizations,  the  importance  of  her  work  at  the  national  level,  and  her 
leadership  and  vision  in  understanding  the  importance  of  emerging 
telecommunications  technology  in  the  lives  of  people  with  disabilities. 
Ms.  Kaplan  began  her  career  in  the  independent  living  and  disability 
rights  movement  as  a  student  at  the  Boalt  School  of  Law  at  the 
University  of  California,  Berkeley,  and  as  a  board  member  for  the  Center 
for  Independent  Living.   She  has  remained  in  the  movement  since  1973. 

Deborah  left  Berkeley  after  graduation  to  work  for  Ralph  Nader  in 
Washington  where  she  established  the  Disability  Rights  Center  and 
connected  with  other  leaders  in  the  movement.   She  was  a  member  of  the 
board  of  the  American  Coalition  of  Citizens  with  Disabilities  and 
actively  involved  with  passage  of  Section  504  of  the  Rehabilitation  Act 
of  1973.   She  testified  at  hearings  during  the  504  sit-in  at  the  Federal 
building  in  San  Francisco.   While  in  the  Washington  area,  she  worked  at 
the  Public  Interest  Law  Center  of  Philadelphia,  did  a  study  for  the 
Women's  Legal  Defense  Fund,  and  began  a  lifelong  interest  in  prenatal 
testing,  genetics,  and  right-to-life  issues. 

Ms.  Kaplan  returned  to  the  Bay  Area  in  1980  to  work  at  the 
Disability  Rights  Education  and  Defense  Fund  on  behalf  of  people  with 
developmental  disabilities  and  employment  discrimination.   In  1986  she 
moved  to  the  World  Institute  on  Disability  [WID]  where  she  laid  the 
groundwork  for  inclusion  of  the  needs  of  people  with  disabilities  in 
emerging  communication  technologies.  Much  of  her  work  and  that  of  the 
Technology  Policy  Division  of  WID,  which  she  developed,  is  evident  in 
the  Telecommunications  Act  of  1996.   After  leaving  WID  for  several 
years,  she  returned  in  1997  and  was  appointed  its  executive  director  in 
1998. 

Ms.  Kaplan  and  the  interviewer  have  known  each  other  casually  for 
twenty  years  and  worked  together  at  WID  in  1995  and  1996.   Seven 
interview  sessions  between  March  10,  1998,  and  May  26,  1998,  were 
conducted  in  the  second  floor  library  at  the  World  Institute  on 
Disability  in  Oakland,  California.   In  some  of  the  interviews,  staff  can 
be  heard  talking  in  the  background  even  though  the  doors  are  closed. 
Ms.  Kaplan  frequently  arrived  at  the  interviews  with  a  large  coffee  and 
a  pastry  which  she  nibbled  during  the  interviews.   The  typed  transcript 
was  lightly  edited  by  the  interviewer  and  reviewed  by  Deborah  with  few 
changes  or  corrections. 

After  the  oral  history  was  completed,  an  interview  was  videotaped 
with  Ms.  Kaplan  in  the  social  parlor  of  her  apartment  in  Oakland  on 
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March  30,  1999.   The  video  and  audiotapes  are  available  for  viewing  and 
listening  in  The  Bancroft  Library. 

Historic  papers  and  documents  from  the  Disability  Rights  Education 
and  Defense  Fund  and  from  the  World  Institute  on  Disability  which 
complement  Ms.  Kaplan's  interview  have  been  placed  in  the  Disabled 
Persons'  Independence  Movement  collection  at  The  Bancroft  Library. 

The  Regional  Oral  History  Office  was  established  in  195A  to 
augment  through  tape-recorded  memoirs  the  Library's  materials  on  the 
history  of  California  and  the  West.   Copies  of  all  interviews  are 
available  for  research  use  in  The  Bancroft  Library  and  in  the  UCLA 
Department  of  Special  Collections.   The  office  is  under  the  direction  of 
Willa  K.  Baum,  Division  Head,  and  the  administrative  direction  of 
Charles  B.  Faulhaber,  James  D.  Hart  Director  of  The  Bancroft  Library, 
University  of  California,  Berkeley. 


Sharon  Bonney 
Interviewer /Editor 


November  10,  1999 

Regional  Oral  History  Office 

The  Bancroft  Library 

University  of  California,  Berkeley 
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INTERVIEW  WITH  DEBORAH  KAPLAN 


I   CHILDHOOD,  TRAUMATIC  INJURY  ACCIDENT,  BOALT  LAW,  PDSP,  AND  CIL, 
1950-1976 

[Interview  1:  March  10,  1998]  it1 


Childhood  in  Massachusetts,  1950-1967 


Bonney:   Debby,  let's  start  out  with  where  you  were  born  and  when,  and  a 
little  bit  about  your  childhood. 

Kaplan:   Okay.   I  was  born  in  Cleveland,  Ohio.  My  birthdate  is  January  17, 
1950.   We  did  not  live  in  Cleveland  very  long,  and  in  the 
beginning  of  my  life  my  parents  and  my  older  brother  and  I  moved  a 
lot.   My  father  was  getting  his  Ph.D.  in  social  work  and  had 
various  graduate  positions  doing  research  in  different  places.   We 
stayed  in  several  places  when  I  was  very  little  for  a  year,  less 
even. 

c.   Then  I  grew  up  primarily  in  Cohasset,  Massachusetts,  which 
is'  the  south  shore  of  Boston,  from  third  grade  to  seventh  grade, 
which  was  an  absolutely  beautiful,  beautiful  place.   I  spent  a  lot 
of  time  outdoors.   Then  we  moved  to  Littleton,  Colorado,  where  I 
went  to  junior  high  and  high  school,  and  then  moved  to  California 
right  after  I  graduated  from  high  school,  and  I  started 
undergraduate  school. 

My  family  consisted  of  me,  my  parents  and  an  older  brother. 
Bonney:   What's  his  name? 

Kaplan:   Alex.   He  lives  in  Petaluma  now.   I  don't  know.   It  was  an 

interesting  childhood  because  my  mother  [Nadia  Kaplan]  stayed  at 
home  and  was  a  first-generation  Russian  immigrant.   She  didn't 
really  know  that  much  about  American  culture  and  never  really 


ended. 


This  symbol  indicates  that  a  tape  or  tape  segment  has  begun  or 
A  guide  to  the  tapes  follows  the  transcript. 


integrated  all  that  well  and  was  rather  isolated.   But  she  was  the 
main  person  at  home.   My  dad  was  a  pretty  heavy  workaholic,  worked 
a  lot.   So  it  was  kind  of  a  funny  upbringing  in  a  way  because  we 
were—and  probably  a  fairly  common  experience  of  second-generation 
kids,  who  have  a  parent  at  home  who  is  really  from  another  culture 
and  who  become  part  of  the  American  culture  very  quickly,  as  kids. 
She  didn't  speak  Russian  at  home.  Mother  spoke  English  but  would 
speak  Russian  with  friends  and  relatives  on  the  phone,  and  cooked 
Russian  food. 


Bonney:   Did  you  learn  Russian? 

Kaplan:   No.   It  was  the  1950s,  and  the  height  of  the  cold  war.   I  have  a 
vivid  memory  of  a  classroom  session  about  the—what  did  they  call 
it? --the  melting  pot  of  American  culture,  and  everybody  in  the 
class  was  supposed  to  say  where  they  were  from,  where  their 
parents  were  from,  where  their  family  was  from,  and  I  said, 
"Russia,"  and  everybody  booed  and  hissed  [chuckling],  which,  of 
course,  you  know,  meant  a  whole  lot  more  to  me  then  that  it  would 
now.  And  so  the  last  thing  I  wanted  to  do  was  learn  Russian, 
which  I  am  very  disappointed  now  I  never  did  because  even  if  I  had 
learned  a  little  bit,  then  it  would  be  easier  to  pick  it  up  now. 
And  I've  been  to  Russia  a  few  times  and  wish  that  I  had  spoken  the 
language . 

Bonney:   Let's  stop-- 

[tape  interruption] 

Kaplan:   I  mean,  there's  a  lot  to  say  about  my  childhood,  but  that's 
probably  enough. 

Bonney:   What  does  your  brother  do? 

Kaplan:   He  is  a  contractor.   He  has  his  own  firm.  When  he  was  a  kid,  I 
remember  he  used  to  like  to  build  walls  and  dams  and  things ,  and 
he  still  does  the  same  thing,  only  on  a  much  larger  scale.   I  find 
it  rather  amusing.   It's  just  the  same  old  stuff. 

Bonney:   Only  he  gets  paid  for  it  now.  Makes  a  living. 
Kaplan:   Has  places  to  play  around  with  money. 

Bonney:   What  were  your  favorite  things  to  do  as  a  child?  You  said  you 
were  out-of-doors  a  lot. 

Kaplan:   Yes.   I  remember  in  elementary  school  just  playing  in  the  lush 

forest  in  Massachusetts  where  I  lived  and  spending  a  lot  of  time 
on  the  ocean.  My  mother  had  me  take  ballet  because  she  thought  it 


would  make  me  a  graceful  young  lady.   Very  old-fashioned  Russian 
idea  about  how  your  daughter  should  be  brought  up.   I  was  a  good 
student.   In  high  school  I  was  in  speech  and  debate  and  did  a  lot 
of  debate  contests  with  other  schools.   I  loved  extemporaneous 
speaking,  which  I  think  has  really  carried  through  in  the  rest  of 
my  life. 

I  had  a  few  friends  but  was  not  one  of  the  popular  kids . 
And  then  went  through  a  rebellious,  sort  of  hippie-beatnik  phase 
in  the  late  sixties  that  carried  me  through  into  undergraduate 
school.   But  I  don't  know.   I  spent  a  lot  of  time  with  friends, 
exploring  the  woods  and  playing  imaginary  games  and  getting 
tadpoles  out  of  little  ponds.   That's  a  great,  lovely,  lovely 
place.   So  much  to  explore  and  to  do  and  a  pretty  safe  environment 
for  kids. 

Bonney:   What  were  your  hippie  days?  What  did  you  do? 

Kaplan:   I  started  out  in  Denver,  hanging  out  at  the  Denver  Folklore 

Center.   I  taught  myself  guitar  when  I  was  in  high  school.   I 
would  hole  up  in  my  room  when  I  didn't  want  to  have  a  thing  to  do 
with  my  family  and  just  spent  all  that  frustrated,  angry  teenage 
energy  learning  to  play  guitar,  and  singing.   I  wrote  my  own  songs 
and  played  a  lot  of  music. 

Would  go  off  with  my  best  friend  in  high  school,  who  had  her 
own  car,  which  was  great.   And  tell  my  parents  I  was  staying  after 
school  for  speech  or  something,  and  then  go  off  and  hang  out 
somewhere  with  my  friends  [chuckling].   I  don't  know.   I  enjoyed 
being  a  rebel  in  high  school  because  I  didn't  like  the  popular 
kids.   I  remember  I  read  [J.R.R.  Tolkien's]  The  Hobbit  and  could 
sew  and  I  made  my  own  hobbit  gowns  that  I  wore  to  school  with 
hoods  on  them  and  stuff.   Everybody  thought  I  was  very  odd.   I  was 
just  very  ahead  of  my  time. 

I  enjoyed  standing  out.   There  were  other  girls  who  would 
wear,  like,  lots  of  eye  makeup  and  white  lipstick.   Do  you 
remember  that? 

Bonney:   Oh,  yes. 

Kaplan:   I  didn't  quite  go  that  far,  but  I  was  sort  of  in  that  end  of 

things.   It  was  great.   I  mean,  it  wasn't  just  rebelling  against 
the  parents,  but  it  was  rebelling  against  the  dominant 
cheerleader,  high  school  culture,  which  I  found  revolting. 


Postsecondary  Education  and  Disabling  Accident.  1967-1973 


Bonney:   [laughing]   Now,  you  moved  to  California,  you  said,  in? 

Kaplan:   In  1967,  right  after  I  graduated  from  high  school.   I  took  summer 
classes  at  Stanford  [University]  because  Dad  was  teaching  at 
Stanford,  and  then  started  as  a  freshman  at  UC  Santa  Cruz 
[University  of  California,  Santa  Cruz]  and  went  there  for  all  four 
years  and  graduated  in  '71. 

Bonney:   What  was  your  major? 
Kaplan:   Religious  studies. 
Bonney:   How  did  you  get  to  that? 

Kaplan:   Well,  I  wasn't  all  that  serious  about  academics  at  Santa  Cruz.   It 
was  a  time  when  you  didn't  even  think  about  what  you  were  going  to 
do  after  college.   You  didn't  think  about  what  you  were  going  to 
do  to  earn  money.   I  mean,  it  was  incredibly  inexpensive  to  live 
back  then.  My  rent  in  my  last  year  of  college  was  seventy-five 
bucks  a  month.   No,  no.   The  apartment  was  seventy-five.  My  rent 
was  thirty-seven-fifty  because  I  had  a  roommate.   I  remember  the 
first  quarter,  the  tuition  was  eighty-nine  bucks  at  UC  in  1967. 
So  it  was  pretty  inexpensive  to  live,  and  we  just  sort  of  assumed 
that  we  would,  you  know,  just  figure  it  out  as  we  went. 

I  got  into  religious  studies  because  there  was  this  really 
interesting  professor  who  I  wound  up  studying  from,  named  Lewis 
Keizer,  who  was  into  mystic  Christianity,  and  that  seemed  pretty 
cool.   It  was  sort  of  magical.   I  wound  up  taking  some  classes 
from  him  and  ended  up  learning  research,  took  Koine  Greek,  which 
is  a  language  the  Bible  is  written  in,  and  did  some  translation  of 
original  gnostic  text  from  the  Apocrypha,  and  that  was  my  thesis. 
So  it  ended  up  teaching  me  some  really  interesting  research  skills 
and  study  skills,  which,  God  knows,  I  needed. 

Bonney:   In  this  time  period,  were  you  involved  in  any  of  the  anti-war 
demonstrations? 

Kaplan:   Oh,  yes;  oh,  yes. 
Bonney:   What  did  you  do? 

Kaplan:   I  remember  in  my  freshman  year,  actually,  coming  here  to  Oakland, 
somewhere  around  here,  for  a  big  anti-war  demonstration  because 
the  army  recruiting  station,  center,  was  right  around  here  where 


draft  inductees  would  have  to  come.   Joan  Baez  was  at  that  big 
demonstration.  We  were  in  the  streets.  We  took  over  a  huge 
amount  of  downtown.  At  Santa  Cruz  I  hung  out  with  the  guys  in  the 
resistance.   They  had  their  own  house,  the  Resistance  House.   I 
hung  out  there,  and  I  think  two  or  three  of  them  were  my 
boyfriends,  over  time.  We  had  our  own  version.   When  they  were 
boycotting  classes  here  at  Berkeley,  we  had  our  own  version  of 
things.   We  had  a  boycott  also.   But  at  Santa  Cruz,  our  way  of 
having  a  demonstration  was  to  have  a  nude  swim- in  in  the  pool. 

Bonney:   [laughing] 

Kaplan:   I  have  no  idea  how  we  rationalized  that,  what  on  earth  that  had  to 
do  with  protesting  the  war,  but  it  was  what  we  did  [laughing]. 

Bonney:   And  how  did  Stanford  take  to  that? 

Kaplan:   Oh,  I  don't  think  Stanford  paid  that  much  attention  to  us 

[laughing].   We  were  just  sort  of  irrelevant.   We  were  this  hippie 
school  down  in  Santa  Cruz,  where  everything  we  did  was  very 
artistic  and  creative,  and  we  always  felt  sort  of  inferior  to 
Berkeley  because  that  was  a  serious  school. 

Bonney:   Was  it  sort  of  one-upmanship? 

Kaplan:   Well,  bigger.   That  was  where  all  the  headlines  were  and  where 
there  was  just  a  lot  more  going  on,  so  we  always  sort  of  felt 
inferior.   At  Santa  Cruz,  it  was  an  unbelievably  creative  time. 
Santa  Cruz  was  just  starting,  and  we  would  have  amazing  speakers 
come.   I  remember  one  professor.   I  took  a  class  in  film  from  a 
guy  named--!  can't  remember  his  first  name- -Carpenter,  who  taught 
in  Canada  with  Marshall  McLuhan.   Ted  Carpenter.   There  were  just 
so  many  rich  opportunities  there.   The  classes  were  small.   We  had 
all  sorts  of  people  come  and  speak. 

I  remember  every  Friday  at  Crown  College,  which  was  the 
school  I  went  to,  there  would  be  a  special  dinner  and 
performances.   We  had  John  Cage  come,  and  they  danced,  and  I 
remember  seeing  Alvin  Ailey  on  campus,  and  that  was  early  Alvin 
Ailey.   I  mean,  just  incredible  stuff.  All  sorts  of  people  would 
come  and  lecture  and  have--I  was  secretary  of  the  Experimental 
Film  Club.   There  was  just  all  sorts  of  stuff  going  on.   It  was 
wonderful. 

Bonney:   So  you  got  through  your  undergraduate  degree  in  religion. 

Kaplan:   Yes. 

Bonney:   What  were  you  going  to  do  with  yourself  next? 
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I  had  no  idea.   I  graduated,  and  all  of  a  sudden  I  had  to  take 
care  of  myself,  and  it  came  as  a  great  shock.   I  got  a  substitute 
teacher's  credential  and  did  a  little  bit  of  substitute  teaching 
in  the  public  schools.   They  didn't  want  to  give  me  the  credential 
because  I  was  over-qualified.   I  could  not  understand  that  at  the 
time.   And  then  I  wound  up  cleaning  people's  houses  for  a  while 
and  was  a  waitress  in  a  bar  and  restaurant  on  Pacific  Avenue, 
downtown  Santa  Cruz. 

And  then,  after  several  months  of  this,  decided  that  maybe 
graduate  school  had  some  merit  because  all  this  stuff  was  not 
terribly  fulfilling.  And  so  I  took  the  LSAT  [Law  Scholastic 
Aptitude  Test]  and  did  very  well  and  started  applying  to  law 
school  and  almost  didn't  follow  through  on  it  because  my  parents 
thought  it  was  a  good  idea.   [laughter] 

But  I  caught  myself  and  went,  "Wait  a  minute,  wait  a  minute. 
You  don't  have  to  do  everything  that  they  oppose.  Wait  a  minute. 
Think  for  a  minute."  And  so  I  had  applications  in  to  law  school 
and  was  back  at  my  parents'  house,  working—they  were  living  in 
Los  Altos,  and  I  was  working  as  a  secretary  for  a  publishing 
company  in  Palo  Alto  when  I  went  backpacking  with  some  friends  in 
the  Santa  Cruz  Mountains  and  dove  into  a  creek  and  broke  my  neck. 


Now,  this  was  in  the  summer  of? 

Of  '72.   Well,  it  was  spring, 
changed. 

How  so? 


It  was  May.   And  then  everything 


Well,  I  spent  eight,  nine  months  in  rehab. 
Where  were  you? 

I  was  at  Santa  Clara  Valley  Medical  Center.   I  mean,  just 
everything  changed.   I  couldn't  play  guitar  anymore. 

Speak  up  a  bit. 

Okay.   You  know,  my  whole  life  just--all  of  a  sudden  I  was  in  the 
hospital  and  not  sure  of  what  my  future  was  going  to  be  and 
eventually  realized  that  I  could  still  carry  on.  And  so  I  renewed 
my  applications  to  law  school  and  wound  up  going  to  law  school 
just  one  year  later.  And  so  it  actually  didn't  change  the  course 
of  what  I  had  been  planning,  but  in  many  other  ways,  everything 
changed . 


Bonney:   What  was  the  eight  months  of  rehab  like?  What  was  your  daily 
routine? 

Kaplan:   Well,  the  first  couple  of  months  was  just  surgery  and  changing 
from  the  original  hospital  in  Santa  Cruz  to  Santa  Clara  Valley 
Medical  Center,  and  getting  stable.   Like  many  people,  I  had 
raging  bladder  infections  by  the  time  I  got  to  Santa  Clara  Valley 
Medical  Center  because  at  the  acute  care  hospital,  they  just 
inserted  a  catheter  and  had  no  idea  then  how  to  keep  you  from 
getting  infections.  And  at  Santa  Clara  Valley  Medical  Center  they 
stabilized  that,  and  I  started  going  to  a  combination  of  OT 
[occupational  therapy]  and  PT  [physical  therapy]  every  day. 

I  started  off  doing  sort  of  regular  quadriplegic  therapy, 
and  then  I  started  moving  my  legs,  and  so  the  therapy  shifted  to 
working  in  the  pool  to  begin  to  strengthen  my  legs  and  get  back 
some  tone  in  my  muscles.  Walking  in  parallel  bars  in  the  water. 
And  then  moved  into  the  gym.   So  the  course  of  my  therapy  changed 
because  the  goal  then  was  to  get  me  walking  out  of  the  hospital, 
as  silly  as  that  was. 

I  left  the  hospital  walking  with  one  cane,  which  is  how  I 
moved  around  for  quite  a  while,  but  I  was  never  really  stable  on 
my  feet  and  fell  a  lot  and  didn't  have  a  lot  of  mobility.   But 
that  then  became  a  lot  of  the  focus  of  my  rehab.   And  it 
lengthened  my  rehab  because  it  was  a  much  longer  process. 

I  also  wound  up  staying  in  the  hospital  for  a  long  time 
because  it  was  an  incomplete  injury,  and  it  took  a  long,  long  time 
for  the  bones  to  heal  in  my  neck.   Ordinarily,  you  wear  the 
orthopedic  collar  for  a  few  months,  but  the  X-rays  of  my  bones 
didn't  show  that  I  was  healing  for  a  long,  long  time,  and  I  wound 
up  having  to  wear  the  collar  for  months  and  months  because  they 
were  very,  very  worried  that  if  they  took  it  off  I  might  injure  my 
spinal  cord  again  and  everything  that  I  had  gained  would  be  lost. 
Back  then,  having  somebody  with  an  incomplete  spinal  cord  injury 
was  a  fairly  rare  thing.   And  so  they  were  treating  me  very 
gingerly.   I  was  one  of  their  successes.   They  didn't  want  to 
jeopardize  that!   I'm  sure  they  cared  about  me,  too. 

While  I  was  there,  because  I  was  there  for  so  long- -with 
several  other  women  who  were  also  there  for  a  long  time- -we 
developed  pretty  close  relationships  and  worked  putting  together  a 
patients'  support  group  and  information  group.  We  would  get 
together  once  a  week  and  have  speakers  come  in  who  were  people 
with  disabilities  who  were  living  successfully  in  their  own  lives. 
I  think  that  was  my  idea,  to  bring  people  in  so  that  we  would 
begin  to  get  an  idea  of  what  life  was  going  to  be  like  or  what  it 
could  be  like  when  we  left. 


Bonney:   Do  you  remember  who  those  people  were  that  you  brought  in? 

Kaplan:   One  of  them  was  Bob  Ludlow,  who's  a  disabled  attorney  in  Santa 
Cruz.   I  don't  remember  the  others.   But  Bob  is  still  a  friend. 

Kaplan:   So  it  wasn't  a  Judy  Heumann  or  an  Ed  Roberts  coming  down? 
Kaplan:   It  may  have  been  John  Hessler.   Or  was  it  Larry-- 
Bonney:   Biscamp? 

Kaplan:   Biscamp.   Somebody.   Who  was—Bob  somebody,  who  Larry  was  friends 
with?   There  were  a  couple  of  guys  who  came  down  because  I  heard 
about  the  Rolling  Quads,  that  they  would  give  talks,  and  I  wanted 
them  to  come.  I  heard  about  CIL  [Center  for  Independent  Living] 
and  PDSP  [Physically  Disabled  Students'  Program]  and  was  totally 
intrigued,  and  liked  the  idea  and  so  wanted  them  to  come. 

One  of  the  people  who  came  was  Zona  [Roberts] .   So  that  was 
one.   My  father  found  Zona.   When  I  reconsidered  my  law  school 
applications,  I  had  applied  to  Davis,  Santa  Clara  and  I  forget 
what  the  third  law  school  was. 

Bonney:   This  was  after  your  injury? 

Kaplan:   No,  before  my  injury.   I  renewed  my  applications  but  applied  to 

Berkeley  also  because  that  was  the  only  place  that  had  a  Disabled 
Students'  Program,  and  my  father  found  Zona.   I  remember  coming  up 
to  Berkeley  with  Zona  when  I  was  still  in  the  hospital  and  going 
up  to  Boalt  to  visit  and  visiting  the  admissions  office  and  being 
quite  aware  that  Zona  was,  like,  edging  my  wheelchair  up  closer 
and  closer  to  the  desk  of  this  guy  who  we  were  meeting  with 
because  he  was,  you  know,  very  uncomfortable  about  the  whole 
thing,  and  she  wanted  to  put  pressure  on  him  to  let  me  in 
[laughing].   She  knew  exactly  what  she  was  doing  [laughing].   It 
was  pretty  funny. 

Bonney:   Do  you  remember  that  man,  his  name? 

Kaplan:   No,  no.   No,  I  don't.   It  might  have  been  a  woman.   I  don't 

recall.   But  they  did  let  me  in.  And  Berkeley  was,  like,  very 
hard  to  get  into  at  that  time.   Still  is. 

Bonney:   Tell  me  more  about  what  Zona  did.  What  did  she  say  to  you  when 
you  first  met  and  she  came  down  to  see  you? 

Kaplan:   Oh,  I  don't  know.   Zona  was  always,  you  know,  so  sort  of  casual 
about  things.   I  remember  she  came  to  visit,  and  I  was  having 
lunch,  and  we  had  tacos  and  she  ate  one  of  my  tacos.   Sat  on  my 


bed  and  ate  lunch  with  me  and  told  me  about  the  services.   She  was 
always  just  sort  of  offhand  about  it.   "Well,  of  course  we  do 
this"  and  "of  course  we  do  that."   She  may  have  told  me  about  Ed. 
I  don't  really  have  exact  memory  about  what  she  said,  but  I  really 
liked  what  I  was  hearing  and  liked  her  a  lot.   That  just  made 
Berkeley  all  the  more  attractive,  to  realize  that  there  would  be 
support  and  people  who  knew  disability  so  that  I  wouldn't  be 
facing  it  all  alone. 

Bonney:   Let's  go  back  just  a  little  bit.   I've  talked  with  your  father, 

and  he  tells  of  a  story  when  you  first  broke  your  neck  and  you  and 
he  were  meeting  with  the  doctors,  and  the  prognosis  was  not  all 
that  great,  early  on.   I  guess  it  was  about  a  month  after  you  had 
broken  your  neck.  And  you  cried  in  that  meeting.   Your  father 
said  the  next  day  he  came  back  to  see  you  and  that  you  were  very 
cheerful  and  happy.   He  asked  you  what  happened,  what  changed  your 
mind?  Do  you  remember  that?  Do  you  remember  what-- 

Kaplan:   No. 

Bonney:   No?  You  don't? 

Kaplan:   No.   What  did  he  say  I  said? 

Bonney:   Well,  he  said  that  when  he  asked  you,  you  responded,  "You  can  do  a 
lot  from  a  wheelchair."   So  you  must  have  had  some  realization. 

Kaplan:   Well,  I  had  always  been  attracted  to  people  with  disabilities.   I 
remember  at  Santa  Cruz  there  was  a  guy  who,  I  think,  broke  his  leg 
on  a  motorcycle  or  something  and  it  was  one  of  these  very,  very 
complicated  breaks  and  was  never  really  going  to  heal  back  up  the 
way  that  it  might,  and  walked  with  a  cane.   I  found  that  very 
fascinating  and  interesting  and  found  people  with  disabilities 
very  interesting,  always. 

My  roommate  in  college,  when  she  moved  away  from  Santa  Cruz 
she  came  up  to  San  Francisco  and  was  working  as  a  live-in 
attendant  for  a  woman  who  was  working  at  San  Francisco  State,  a 
woman  who  had  had  polio.   This  was  maybe  a  month  or  two  before  I 
broke  my  neck,  that  I  came  and  visited  her  and  met  this  woman.   I 
never  had  the  sort  of  feelings  of  fear  and  revulsion  and  other 
fears  that  non-disabled  people  have.   I  just  found  disabled  people 
very  fascinating.   I  don't  know  why. 

And  so  I  didn't  really  go  through  a  heavy  period  of  denial 
or  trying  to,  you  know,  wait  for  the  miracle  cure.   I  just  didn't. 
I  don't  know  why  [chuckling].   I  imagine  that's  why  it  was  easier 
to  think  about  it  and  come  around  and  just  deal  with  it.   I  had 
roommates  who  were  heavy  into  denial  and  who  didn't  want  to  do 
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their  therapy  because  they  were  going  to  get  cured  and  what  was 

the  point?  I  just — I  don't  know — figured  that — I  don't  know-- 

[ chuckling]  I  can't  explain  it,  but  it  certainly  made  it  a  lot 
easier. 

So  your  own  perspective  wasn't  one  that  your  life  was  over  and 
everything  was  finished  and  you  had  no  future. 

No.   The  reality  was  I  wanted  to  go  to  law  school  because  I  wanted 
to  be  an  activist  and  in  some  way  or  another  do  public  interest 
work.   I'd  been  thinking  maybe  women's  rights,  maybe  children's 
rights,  or  something  like  that.   So  the  whole  experience  just 
pointed  me  in  an  obvious  direction.   I  was  anxious  to  get  on  with 
it. 

At  that  point,  there  were  just  tons  of  barriers.   It  was  a 
very  frustrating  experience  to  go  out.   I  remember  going  out  of 
the  hospital  one  weekend  and  trying  to  get  around  a  shopping 
center  before  there  were  curb  cuts,  before  there  was 
accessibility.   People  just  didn't  look  at  you  at  all.   There  were 
hardly  any  people  with  disabilities  out  in  the  community.  All 
that  just  made  me  want  to  change  it.   To  know  there  was  a  group  in 
Berkeley  that  was  working  on  that  stuff  was,  like  great.   That  was 
where  I  wanted  to  be . 


Did  you  see  disability  as  a  civil  rights  issue? 
think  about  it? 


What  did  you 


I  may  not  have  seen  it  in  that  context  immediately,  but  I'm  sure 
it  made  sense  to  me  as  soon  as  I  heard  about  it.   Yes,  it  was 
something  to  go  kick  ass  about  [chuckling] ,  to  go  try  to  change 
things .   It  was  very  clear  to  me  from  the  beginning  that  I  wanted 
to  be  with  other  disabled  people  who  wanted  to  change  things. 


Move  to  UC  Berkeley;  Life  as  a  Cal  Student.  1973-1976 


Bonney:   So  Berkeley  was  a  natural. 

Kaplan:   It  was  just  the  only  place  to  go,  yes. 

Bonney:   So  when  you  got  to  Berkeley,  tell  me  about  your  living 
arrangements . 

Kaplan:   The  first  summer,  I  went  to  Berkeley  and  decided  I  should  take  a 
couple  of  summer  classes,  just  to  get  my  feet  wet  and  get  used  to 
living  on  my  own,  and  get  my  systems  in  place.   I  lived  at  student 
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apartments  on  Haste,  right  below  Cody's.   I  forget  the  name  of  the 
complex  there.   It  was  new  then.   So  I  lived  there  for  the  summer 
and  had  a  roommate.   That  worked  out  pretty  well.   It  wasn't  a 
problem.   I  had  rehab  and  they  gave  me  a  little  golf  cart  that  I 
used  to  get  around.   It  was  actually  not  a  golf  cart.   It  was  a 
little  electric  vehicle  that  they  used  to  move  things  around  in  a 
warehouse  that  looked  like  a  little  yellow  truck,  only  it  was 
electric,  and  it  had  a  little  flatbed  on  the  back  and  could  seat 
two  people  in  a  little  enclosed  compartment  in  the  front.   That 
was  what  I  used  to  get  around. 

When  law  school  started,  I  moved  into  Manville,  the  law 
student  residence  that  other  students  lived  in.   In  the  second 
semester,  my  roommate  was  Susie  Sygall,  who  is  head  of  Mobility 
International  U.S.A.  now.   Susie  started  BORP  [Berkeley  Outreach 
Recreation  Program]  at  the  time  that  we  were  together.   I  may  have 
provided  her  with  some  legal  help,  setting  up  a  nonprofit  or 
something. 

Was  Manville  accessible? 

Well,  sort  of.   I  walked  with  a  cane  then  so  didn't  have 
wheelchair  access  issues.   The  law  school  was  fairly  accessible. 
They  had  elevators  that  I  used  to  get  up  and  down  the  stairs.   I 
walked  with  my  cane  and  had  a  backpack  with  my  books.   Oh! 

The  worst  part  of  my  first  year  was  getting  constant  bladder 
infections  and  having  to  go  to  the  bathroom  all  the  time.   It  took 
many  years  to  stabilize  all  of  that. 


How  did  you  deal  with  that  when  you  were  at  UC? 
Hospital  help? 


Did  Cowell 


Probably.   I  guess  I  went  there  to  get  antibiotics  and  stuff, 
it  was  just  something  that  I  personally  had  to  manage. 


But 


Kaplan: 


Bonney : 


--being  very  embarrassed  at  having  to  leave  a  class  in  the  middle 
of  class  to  go  to  the  bathroom  and  come  back.   People  there  were-- 
students  were  pretty  accepting.   Faculty  wasn't  terribly 
supportive.   The  administration  of  the  law  school  wasn't  terribly 
supportive.   But  I  managed. 


Tell  me  about  the  administration, 
they  do? 


What  did  they  do  or  what  didn't 
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Bonney : 
Kaplan: 
Bonney: 

Kaplan: 


Well,  they  gave  me  a  little  parking  space.   They  gave  me  a  parking 
space  for  my  car  and  a  place  to  park  my  golf  cart.   I  remember  it 
wasn't  for  me,  but  I  remember  being  part  of  a  group  of  disabled 
students  that  were  pushing  for  the  law  school  administration  to 
allow  students  with  disabilities  to  go  through  in  four  years  as 
opposed  to  three  years,  and  their  attitude  was,  you  know,  we're  a 
three-year  law  school  and  we're  not  going  to  lower  our  standards 
because  that  would  make  us  like,  you  know,  those  lower-quality 
night  schools.   That  was  their  attitude.   It  was  very  snobbish. 
They  really  were  not  very  interested  in  accommodating  people  very 
much. 

It  probably  would  have  been  good  for  me,  especially  in  that 
first  year,  if  I  hadn't  had  to  take  a  full  load,  but  I  didn't  even 
know  that  that  would  have  been  an  option,  and  nobody  certainly 
suggested  that  that  was  an  option.   It  would  have  been  much 
better.   But  I  managed. 

Were  there  other  disabled  students  in  law  school  at  the  time? 

Yes.   John  Bancroft,  who  was  blind,  was  in  my  class  and  also  a 
woman--!  don't  remember  her  name—who  rode  a  wheelchair,  who 
wanted  to  have  nothing  to  do  with  other  people  with  disabilities. 
A  very  pretty  blonde  woman  in  a  chair.   I  spent  a  lot  of  time  at 
the  Disabled  Students'  Program  and  then  got  hooked  up  with  GIL,  I 
think  in  my  second  year,  first  or  second  year. 

Let's  go  back.   When  you  got  to  law  school,  did  DR  [California 
State  Department  of  Rehabilitation]  help  put  you  through  school? 

Yes,  DR  paid  for  law  school.   They  paid  for  my  tuition  and  books 

and  got  me  an  electric  typewriter  and  the  golf  cart.   All  that  was 

DR.   Yes,  so  pretty  much  anything  I  needed  was  provided.   They 
were  very  good  about  that. 

How  did  you  get  hooked  up  with  them? 

I  got  hooked  up  with  DR  when  I  was  at  Santa  Clara  Valley  Medical 
Center.   Flo  [Florence]  Kurnutt  was  my  rehab  counselor. 

And  she  was  hooked  up  with  the  hospital? 
Yes. 


But  she  knew  about  Berkeley? 
Berkeley? 


Did  she  support  you  going  to 


Yes.   I  think  they  might  have--I  don't  know  if  Rehab  helped  me 
with  my  application  in  any  way,  but  they  just  transferred 
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counselors  when  I  went  up  to  Berkeley.   Ruth  Dushkin  was  my 
counselor  for  a  while,  who  all  the  students  couldn't  stand  because 
she  was  an  older,  sort  of  paternalistic  person. 

Bonney:   How  did  you  get  along  with  her? 

Kaplan:   Oh,  okay.   We  just--I'd  smile  at  Ruth  and  go  along  with  whatever 
she  wanted.   It  didn't  matter.   Then  Karen  Topp  became  my 
counselor,  and  Karen  was  great.   She  let  me  have  whatever  I  wanted 
[laughing].   Didn't  question  anything. 

Bonney:   Was  it  typical  of  DR  to  pay  for  people  to  go  through  law  school? 

Kaplan:   Then,  yes.   I  don't  think  it  was  a  question.   I  never  had  the 

impression  that  that  was  something  they  wouldn't  do.   It  was  back 
in  the  early  seventies.   It  was  a  real  different  time. 

Bonney:   What  kind  of  services  did  PDSP  give  you? 

Kaplan:   It  was  mostly  a  place  where  I  went  to  hang  out  and  be  with  people 
and  get  support.   I  don't  really  recall.   They  might  have  helped 
arrange  for  the  parking  with  the  law  school,  and  other  things  like 
that.   I  don't  really  remember.   But  there  wasn't  a  lot  that  I 
needed.   I  did  all  my  signing  up  for  my  classes  on  my  own  and 
dealt  with  the  law  school  fairly  autonomously.   That  was  how  it 
seemed  to  me . 

Bonney:   What  was  PDSP  like?  When  you  walked  in  the  door,  what  was  it 
like? 

Kaplan:   There  was  this  big  open  room.   It  was  in  an  old  house,  behind  the 
Top  Dog  on  Durant  Avenue.   There  was  this  big  long  ramp.   I 
probably  got--no,  I  didn't  get  wheelchair  repair  services,  but 
they  might  have  helped  me  service  my  golf  cart  because  I  remember 
interacting  with  the  guys  in  wheelchair  repair.   In  fact,  they 
changed  my  batteries  from  time  to  time,  and  stuff  like  that. 

There  was  just  this  big  open  room,  and  there  were  offices 
sort  of  around  in  some  of  the  bedrooms,  because  this  was  the  floor 
of  an  apartment.   I  would  hang  out  with  Carol,  the  receptionist. 
I  don't  even  remember  her  last  name.   Hang  out  with  Zona  and  John 
and  talk  about  what  was  going  on.   I  remember  it  primarily  as  a 
place  to  hang  out. 

Bonney:   A  social  place. 

Kaplan:   Yes.   People  were  not  hugely  busy.   I  don't  think  they  had  a  huge 
amount  of  paperwork.   I  know  they  were  writing  grants  for 
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projects.   I  mostly  went  for  the  social  support  and  to  be  around 
other  people  with  disabilities. 

Bonney:   What  was  John  Hessler  like  as  an  administrator? 

Kaplan:   I  don't  know  what  he  was  like  as  an  administrator.   John  was  very 
formal  and  reserved  in  a  way.   He  was  interested  in  how  people 
were  doing  and  I  think  really  liked  serving  as  a  role  model.   He 
was  living  independently,  he  discovered  cooking  with  a  hot  plate 
and  loved  that,  and  I  think  really  liked  mentoring  other  people 
with  disabilities. 

Bonney:   So  people  at  PDSP  didn't  seem  real  busy. 
Kaplan:   They  didn't  seem  real  busy  to  me. 
Bonney:   What  were  they  doing? 

Kaplan:   They'd  have  appointments  with  people  to  help  schedule  services  and 
stuff.   There  was  attendant  referral  going  on,  wheelchair  repair. 
It  was  more  sort  of  classic  independent  living  services  back  then 
because  the  people  who  needed  services,  I  think,  had  more 
significant  disabilities.   I'm  sure  helping  people  handle 
different  crises  that  would  come  up  around  attendants  or  equipment 
or  this  and  that. 

But  there  was  always  just  people  hanging  out  and  talking 
about  Berkeley  politics  and  talking  about  starting  the  Center  for 
Independent  Living  and  stuff  like  that. 

Bonney:   Tell  me  about  the  discussions  that  people  had  when  they  were 

sitting  around.  What  did  people  want?  You  talk  about  developing 
GIL.   What  was  it  that  people  wanted?  When  you  sat  around  and 
talked,  what  was  expressed  as  needs  or  issues? 

Kaplan:   I  think  there  was  a  lot  of  talk  about  how  people  were  treated  by 
other  non-disabled  people.   It  was  a  place  to  go  and  sort  of,  you 
know,  debrief  and  complain  about  how  stupid  people  were,  how  they 
treated  you,  to  gossip  about  relationships,  to  find  out  what  other 
people  were  doing  to  manage  their  disabilities,  get  practical 
information  from  people.   But  it  always  felt  more  sort  of  personal 
and  not  very  formal. 

People  wanted  to  have  social  lives  and  to  do  well  in  school 
and,  I  mean,  to  be  like  everybody  else.  We  would  complain  about 
accessibility  problems  and  figure  out  what  we  were  going  to  do  to 
take  on  different  parts  of  the  establishment.   That's  what  I 
remember.   It  was  not  terribly  complicated,  in  our  minds. 
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Bonney:   When  you  went  to  law  school,  what  was  your  major  concentration? 
What  was  your  area  that  you  ultimately  went  into? 

Kaplan:   I  took  courses  that  I  thought  would  be  useful  to  me  for  doing  a 
disability  rights  practice.   There  were  no  classes  on  disability 
rights  law,  and  so  I  took  housing  law,  welfare  law,  employment 
law,  family  law,  and  worked  in  disability-related  research  topics 
when  there  was  research  papers.  And  then  I  took  just  some  of  the 
standard  courses  that  you  needed  to  take  in  order  for  you  to  be 
able  to  pass  the  bar. 

Bonney:  When  did  you  pass  the  bar? 

Kaplan:  In  1976,  the  summer  of  1976. 

Bonney:  First  attempt? 

Kaplan:  Oh,  yes,  yes.   Thank  God! 

Bonney:   What  did  you  do  when  you  were  at  UC?   Were  you  in  groups, 
organizations,  associations?  Did  you  have  support  groups? 

Kaplan:   We  started  a  disabled  women's  support  group  that  would  meet  in  the 
student  union. 

Bonney:   Who  was  "we"? 

Kaplan:   I  don't  even  remember.   Susie  [Susan]  Sygall,  me,  Judy  might  have 
been  a  part  of  it  because  Judy  Heumann  was  a  graduate  student  for 
part  of  that  time,  Mary  Ann  Hiserman.   I  don't  even  remember  who 
else.   Mary  Jane  Owen  was  in  the  area  at  that  time,  but  she  was  at 
San  Francisco  State.   I  don't  remember  who  else.   There  was  a 
quadriplegic  woman  named  Cathy. 

Bonney:   Caulfield? 

Kaplan:  Yes.  Judy  Taylor.  We  started  a  disabled  women's  support  group, 
and  that  was  how  I  met  Corbett  [O'Toole],  when  she  walked  with  a 
cane  and  had  a  boyfriend  [laughing],  way  back. 

Bonney:   Corbett  had  a  boyfriend? 

Kaplan:   Yes.   I'm  trying  to  remember.   I  met  Ann  Finger  later,  when  I  was 
back  here,  when  I  was  at  DREDF  [Disability  Rights  Education  and 
Defense  Fund].   I  don't  remember  who  else,  but  that  was  a  group 
that  met  on  a  regular  basis  and  we  had  different  topics  that  we 
discussed  during  our  meetings.   I  was  actively  involved  in  a 
sexuality  training  program  for  health  professionals  at  UCSF 
[University  of  California,  San  Francisco]  that  several  other 
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people  with  disabilities  were  involved  in.   I  remember  Scott 
Luebking  was  involved  in  it,  a  women  with  CP  [cerebral  palsy] 
named  Sue  Knight,  who  worked  at  UCPA  [United  Cerebral  Palsy 
Association].   That  took  up  a  lot  of  weekends. 

Then,  about  halfway  through  law  school,  Ed  Roberts 
encouraged  me  to  join  the  board  of  GIL,  which  I  did. 

Bonney:   Okay.   Let's  go  back  to  the  disabled  women's  support  group.   What 
were  the  issues  of  the  day? 

Kaplan:   Oh,  I  don't  remember.   I  really  don't  remember. 

Bonney:   Do  you  remember  what  the  emphasis  was  for  forming  the  group? 

Kaplan:   Emulate  what  the  women's  movement  was  doing  at  the  time  and  to 
create  a  place  where  disabled  women  could  get  together  and  talk 
about  mutual  concerns  and  issues.   I  don't  remember.   I  remember 
the  meetings,  but  I  think  we  were  just  sort  of  beginning  to  talk 
about  what  were  the  differences  between  disabled  women  and 
disabled  men,  what  were  our  opportunities,  and  were  we  getting 
steered  into  traditional  women's  roles  or  not  even  that?   I'm  sure 
sexuality  was  an  issue  and  concern.   I  don't  think  people  were  too 
concerned  about  families  and  having  children  at  that  point.   We 
were  all  pretty  young  and,  I  think,  interested  in  moving  ahead 
professionally. 

Bonney:   Did  you  ever  think  of  aligning  yourself  more  formally  with  the 
women's  movement  in  any  way? 

Kaplan:   No.   I  don't  think  so.   We  wanted  to  do  what  they  were  doing,  but 
it  was  more  a  support  group  than  a  political  group,  and  we  just 
felt  a  need  to  get  together  and  find  out  how  each  other  were 
experiencing  things  and  have  a  place  to  go  to  talk  about  stuff. 

Bonney:   What  were  the  differences  between  men  with  disabilities  and  women 
with  disabilities? 

Kaplan:   Well,  at  that  time,  men  with  disabilities  had  a  lot  more 

leadership  opportunities  in  the  movement.   I  think  women  with 
disabilities  were  feeling  a  lot  of  patronization.   No  matter  where 
you  went,  either  because  you  were  a  woman  or  because  you  were 
disabled.   Getting  steered  into  traditional  women's  professions, 
wanting  to  be  more  involved  in  the  movement  but  getting  steered 
into  more  traditional  women's  roles  there,  and  I  think  we  were 
feeling  a  lot  of  frustration  and  wanting  to  get  beyond  that.   It's 
kind  of  ironic  because,  I  think,  when  you  look  at  the  disability 
movement  now,  there's,  I  think,  very  strong  female  leadership, 
especially  here  but  on  the  East  Coast  as  well. 
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Bonney:   What  made  the  change,  do  you  know? 

Kaplan:   No.   Well,  we're  better  [laughing].   I  don't  know.   I  think  it  may 
be  the  support  networks,  and  it  may  in  part  be  that  disabled  women 
are--I  don't  know.   I  think  we  survive  better.   I  think  a  lot  of 
disabled  men  have  not  made  it  and  have  a  harder  time  because  I 
think  men  feel  they  have  to  make  it  on  their  own  and  live  up  to 
non-disabled  standards  in  a  lot  of  respects.   I  think  that 
disabled  women  have  really  sort  of  gotten  beyond  that. 

Bonney:   Now,  what  was  this  sexual- - 

Kaplan:   Sexual  attitude  readjustment.   The  SARs.   They  were  put  on  once  a 
month  or  so.   Jane  Fonda  and  Tom  Hayden  went  to  one,  and  they  were 
very  popular.   It  was  a  weekend  course  that  addressed  issues 
around  female  sexuality,  gay  sexuality,  disability  sexuality, 
regular  sexuality,  and  the  primary  goal  was  to  help  health  and 
helping  professionals  be  more  comfortable  dealing  with  issues 
around  sexuality  with  their  clients. 

There  were  small  group  sessions  where  people  talked  about 
how  they  were  experiencing  the  regular  curriculum.   The  curriculum 
included,  I  think,  an  hour- long  collage  of  pornographic  films  to 
desensitize  people.   Then  a  lot  of  it  was  panel  discussions  about 
different  aspects  of  human  sexuality.   There  was  disability  panel, 
there  was  a  gay  panel,  an  older  people  panel—to  help  people  get 
information  and  feel  comfortable  and  have  a  place  where  people 
could  ask  questions. 

Bonney:   Why  was  this  an  important  topic  for  people  with  disabilities? 

Kaplan:   Well,  because  we  were  acutely  aware  that  we  were  regarded  as 

asexual  or  non- sexual.  As  young  people  [chuckling],  that  was  not 
a  very  comfortable  role  that  we  wanted- -we  were  interested  in 
being  sexual  and  being  regarded  as  being  sexual.   That,  I  think, 
was  a  core  issue  for  many  people  around  their  identity  and  how 
they're  perceived  by  the  outside  world.   If  you're  regarded  as 
asexual,  that's  incredibly  disempowering  and  just  very  belittling. 
So  I  think  we  really  wanted  to  have  a  place  where  we  could  explore 
our  own  sexuality  and  try  to  change  people's  attitudes. 

Bonney:   What  were  the  issues?  What  came  up  in  those  meetings  that  you 
talked  about  specifically,  that  you  can  remember? 

Kaplan:   Urn,  well,  the  people  who  came  to  the  sessions  were  just  blown  away 
to  find  out  that  people  with  disabilities  were  interested  in  sex, 
were  capable  of  having  sex  [even]  if  they  had  severe  mobility 
impairments,  and,  I  mean,  these  were  not  groups  where  we  talked 
about  our  own  issues  so  much  as  we  laid  information  out  to  people 
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who  we  wanted  to  get  the  message.   So  the  main  message  was  that 
people  with  disabilities  were  interested  in  sex,  having  sex,  and 
you  ought  to  know  about  it  in  order  to  be  able  to  counsel  people 
appropriately,  and  if  you're  counseling  people  that  they  shouldn't 
be  interested  in  sex,  you're  doing  a  big  disservice. 

There  were  issues  around  reproductive  capability,  around--! 
think  a  big  part  of  it  is  just  how  people  are  perceived. 

Bonney:   What  kind  of  health  professionals  were  these? 

Kaplan:   All  kinds.   Doctors,  nurses,  psychiatric  counselors,  social 

workers,  all  sorts.   This  was  something  that  they  would  come  from 
around  the  area  and  take  a  weekend  course.   They  probably  got 
credit  for  it,  professional  credit  or  something. 

Bonney:   How  long  did  this  go  on? 
Kaplan:   A  couple  of  years. 
Bonney:   Quite  a  while. 

Kaplan:   Yes.   I  was  involved  in  it  for  a  couple  of  years,  and  we  would 
make  a  little  bit  of  money. 

Bonney:   Oh,  they  would  pay  you? 

Kaplan:   Yes.   Oh,  yes. 

Bonney:   Were  you  adjunct  faculty? 

Kaplan:   Yes.   We  led  small  groups  and  participated  in  a  panel  and  were 
there  for  the  whole  weekend.  While  I  was  doing  it,  there  was  a 
standard  group  of  us  who  were  on  the  faculty.  We  would  have 
meetings  and  talk  about  how  the  course  was  going,  how  we  would 
restructure  it  in  the  future,  so  it  was  done  as  a  team  of 
instructors. 

Bonney:   Who  taught,  besides  you?  Do  you  remember? 

Kaplan:   I  told  the  names  of  the  other  disabled  people  who  were  involved. 
Scott  Luebking,  Sue  Knight.  Also  Sue  Shapiro  was  involved  in  it. 
Sid  Fry,  I  think,  was  involved  in  it.  Neil  Jacobson.   These  were 
all  the  different  people  who  were  on  the  panels  at  different 
times.  A  woman  who  I  currently  know  as  a  member  of  my  church, 
named  Joannie  Blank  was  involved.   She  wound  up  creating  a 
business  where  she  sold  sex  toys  called  Good  Vibrations. 

B  onney :   [ chuckl ing ] 
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Kaplan:   On  San  Pablo.   She  just  sold  it.  A  guy  named  John  Holland  was  one 
of  the  conveners.   He  was  a  minister. 

Bonney:   There  was  also  a  group  of  Stanford  medical  students  who  would  come 
to  campus -- 

Kaplan:   Yes. 

Bonney:   --every  so  often.   Can  you  tell  me  about  that? 

Kaplan:   This  was  something  my  dad  organized  that  started  when  he  was  at-- 
when  I  was  at  Santa  Clara  Valley  Medical  Center,  towards  the  end, 
he  brought  over  a  small  group  of  medical  students  to  see  what  a 
rehab  hospital  was  like,  because  he  was  at  Stanford  Medical  School 
at  the  time,  head  of  social  work  there,  and  once  he  was  exposed  to 
rehab  and  independent  living,  he  was  amazed  that  most  of  the 
students  there  were  never  exposed  to  these  issues  at  all,  as  part 
of  their  standard  medical  training.  And  so  I  remember  a  group 
that  came  to  Santa  Clara  Valley  Medical  Center  when  I  was  a 
patient  there. 

Then  he  developed  a  regular  course  that  I  think  was  once  a 
semester  or  so  for  one  day,  where  they  would  spend  a  half  a  day  at 
Santa  Clara  Valley  Medical  Center  and  half  a  day  at  the  Disabled 
Students'  Program  and  CIL,  getting  an  idea  about  what  was 
available,  what  people's  issues  and  concerns  were  around  medical 
services  and  treatment,  what  kind  of  services  were  provided  to 
people  with  disabilities,  and  how  people  were  living. 

Bonney:   You  also  had  dinner  together,  didn't  you? 

Kaplan:   I  think  it  was  dinner  at  the  end  of  the  day,  and  so  it  was  a  time 
for  people  to  socialize  and  talk  less  formally.   I  think  for  many 
of  the  students  it  was,  you  know,  a  very  powerful  experience 
because  it  was  the  first  time  they  had  spent  a  lot  of  time  with 
people  with  disabilities  and  were  able  to  ask  questions  and  hear 
what  people  had  to  say.  A  lot  of  things  they  heard  were  the  first 
time  they  ever  heard  about  sexuality  or  heard  about  complaints 
people  had  around  discrimination  and  how  strong  negative  feelings 
about  medical  care  and  practice. 

Bonney:   Eye  opener. 
Kaplan:   Yes. 
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Work  With  the  Center  for  Independent  Living  and  Service  on  the 
Board 


Bonney:   You  also  mentioned  that  while  you  were  still  at  Cal  that  Ed 
Roberts  asked  you  to  be  on  the  board  of  directors  of  GIL? 

Kaplan:   Yes. 

Bonney:   Did  you  work  with  Ed  a  lot?  Did  you  see  him? 

Kaplan:   Yes.   We  became  pretty  good  friends.   I  used  to  hang  out  a  lot  at 
the  green  house.   Visit  Ed.   It  was  a  wonderful  place  to  go 
because  there  were  great  people  living  there.   Eric  Dibner  lived 
there,  Walter  Gorman  lived  there.   There  were  these  regular,  big 
family- style  meals.   Zona's  other  sons  would  come  hang  out.   Randy 
[Roberts]  was  rebuilding  a  Porche  out  on  the  front  lawn,  sort  of 
on  a  permanent  basis. 

Bonney:   [chuckling] 

Kaplan:   It  was  just  a  wonderful  place  to  go  visit  Ed.   Ed  was  an  amazing 
person  to  me  at  that  point,  and  a  real  role  model,  and  it  was  a 
wonderful  place,  where  disability  was  a  major  part  of  the 
environment.   There  were  other  disabled  people  who  would  come  hang 
out,  but  there  were  lots  of  non-disabled  people,  too.   It  was  our 
own  little  sort  of  circle  of  friends.   I'm  not  sure,  and  it  may 
have  been  the  Zona  connection  that  really  got  that  going.   I'm  not 
sure. 

When  I  first  came  to  Berkeley,  Ed  was  gone.   He  was  down  at 
--he  was  teaching  in  southern  California  for  a  year,  and  so  I 
didn't  meet  him  right  away.   But  I  think  it  was  that  connection 
and  then  Ed  encouraged  me  to  get  more  involved  in  GIL  and 
suggested  that  I  join  the  board,  which  I  did. 

Bonney:   So  you  knew  Ed  pre-CIL,  then. 

Kaplan:   Well,  I  think  I  got  to  know  Ed  right  when  he  was  getting  involved 
at  GIL,  around  the  same  time.   I  think  he  got  involved  in  GIL 
shortly  after  he  came  back  from  teaching  down  south. 

Bonney:   Why  was  he  a  role  model  for  you? 

Kaplan:   Well,  because  he  was  such  a  strong  leader.  And  just  expected 

people  to  be  in  leadership  positions,  and  would  really  encourage 
people  to  take  risks,  to  do  what  they  wanted  to  do,  and  to  expect 
more  of  themselves.   I  was  surprised  when  'ie  said,  "Why  don't  you 
join  the  board?"   [chuckling]   "What?!   I'm  just  a  little  law 
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student.   I  don't  know  anything."  That  was  just  his  style.   He 
was  always  willing  to  talk  to  people,  and  he  was  just  always 
encouraging  you  to  do  what  you  really  wanted  to  do. 

Bonney:   What  did  you  do?  Did  you  join  the  board? 

Kaplan:   Yes.   I  went  to  the  board  I  think  in  my  second  year.   I  don't 

recall  even  for  how  long  I  was  on  the  board.   It  must  have  been 
for  over  a  year,  and  I  became  chairperson  of  the  board.   I  don't 
remember  when.   It  was  not  a  real  strong  board.   Ed  doesn't  like 
strong--Ed  didn't  like  strong  boards.   I  honestly  can't  really 
remember  what  the  business  was  that  we  did  at  our  meetings.   I 
don't  think  it  was  as  rigorous  a  review  of  what  was  going  on 
within  the  agency  as  it  should  have  been.  All  the  fiscal  stuff 
that  eventually  came  up  was,  you  know,  a  huge  surprise  to 
everybody.   I  think  we  were  probably  more  involved  in  policy 
issues  and  advocacy  type  stuff.   I  don't  think  it  was  a  strong 
business  board.   But  I  don't  have  a  strong  memory  of  what  those 
meetings  were  like,  really. 

Bonney:   Why  didn't  Ed  like  strong  boards? 

Kaplan:   Because  he  wanted  to  do  what  he  wanted  to  do.   He  didn't  want 
other  people  telling  him  what  to  do  [chuckling] . 

Bonney:   This  financial  crisis  that  came  up.  Was  that — 

Kaplan:   The  first  one  that  came  up  that  I  remember  was  there  were  cashflow 
problems,  and  the  bookkeeper,  who  was--I  can't  recall  his-- 


Kaplan:   The  bookkeeper  ran  into  a  cashflow  problem  and  wasn't  able  to  make 
payroll,  and  so  he  dipped  into  the  federal  tax  withholding  money 
that  the  IRS  [Internal  Revenue  Service]  requires  you  to  keep  in 
reserve  so  that  you  can  make  your  quarterly  withholding  payments. 
I  mean,  we  were  facing  having  the  IRS  come  and  lock  the  doors  of 
the  organization  in  order  to  get  their  money.   It  didn't  happen, 
but  it  got  real  close. 

Bonney:   How  was  it  averted? 

Kaplan:   I  don't  know.   The  money  came  from  somewhere  at  the  last  minute. 
I  don't  know.   I  just  know  that  it  was  averted. 

Bonney:   Were  you  on  the  board  at  the  time? 
Kaplan:   I  think  so.   I  think  so. 
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Bonney:   And  this  was  a  board  issue  at  some  point? 

Kaplan:   At  some  point,  but,  I  mean,  it  was  a  very  grass-roots  board  that 

didn't  really  understand  what  the  board  responsibilities  were  and, 
I  think,  was  either  in  the  dark  or  when  the  fiscal  stuff  was  being 
discussed  during  the  board  meeting,  most  of  us  weren't  paying 
attention.  We  didn't  really- -none  of  us  had  much  experience,  and 
so- -maybe  there  were  some  people  who  did,  and  they  probably  were 
chain-smokers  also,  but—the  people  were  interested  in  advocacy 
and  in  the  issues  and  were  not  interested  in  running  an 
organization  like  a  business. 

On  top  of  that,  there's  always  been  this  very  anti- 
professional  bias  at  independent  living  centers,  and  GIL  certainly 
had  it.   You  know,  you  didn't  want  to  behave  like  the 
professionals  did  because  you  hated  the  professionals. 

Bonney:   So  there  were  essentially  few  people  minding  the  store.   Is  that 
what  you're  saying? 

Kaplan:   Yes.   I  worked  with  Ed  here  [World  Institute  on  Disability]  for 

many,  many  years,  and  that  wasn't  his  forte.   Ed  believed  that  you 
could  do  whatever  you  wanted  to  do. 

Bonney:   Regardless. 

Kaplan:   Regardless.   The  rules  were  meant  to  be  bent.   He  believed  he 

could  get  away  with  anything.   He  knew  how  to  charm  the  pants  off 
of  anybody.   The  thing  that  I  look  back  on  that  really  made  me,  I 
think,  the  most  angry  was  I  was  chairperson  of  the  board,  and  it 
really  was  the  board's  prerogative  to  choose  the  new  director  when 
Ed  went  off  to  Rehab.   Ed  basically  decided  that  it  was  going  to 
be  Phil  Draper  and  informed  us  that  he  had  already  made  the 
decision.   He  came  to  a  board  meeting  and  said,  "I've  already  made 
the  decision."  And  the  board  went  along  with  it.   The  board 
didn't  have  a  showdown  with  him  about  it. 


Bonney: 
Kaplan: 


I'm  thinking,  "My  God,"  I  knew  something  really  wrong  was 
going  on,  but  I  didn't  know  how  to  handle  that  situation  or  what 
to  do  about  it.   I  wanted  Ed  to  be  my  friend,  so  we  didn't  say, 
"Wait  a  minute.   It's  not  how  it's  going  to  go." 

Was  there  an  issue  with  Phil  Draper  as  the  person? 

No,  it  was  just  the  process.   It  wasn't  Ed's  prerogative  to  pick 
the  new  executive  director.   It  should  have  been  the  board's. 


Bonney:   How  were  people  selected  for  positions  at  GIL? 
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Kaplan:   Oh,  I  think  a  lot  of  it  was  done  on  a  friendship  basis. 

Everything  was  pretty  informal  back  then,  and  everybody  was 
friends  with  everybody  else.   New  people  would  show  up  and  if 
people  liked  them,  they'd  get  offered  jobs.   I  don't  think  there 
was  that  much  of  a  formal  job  announcement  and  interview  process. 
Things  were  just  done. 

Bonney:   Now,  somewhere  along  the  line,  you  developed  personnel  policies. 

Kaplan:   Yes,  I  don't  remember  that.   I  could  have.  Might  have.   I  don't 
remember  it . 

Bonney:   There  was  something  in  one  of  the  Independent,  the  newsletter  that 
they  put  out,  that  said  that  you  had  developed  personnel  policies 
and  that  the  law  school  had  input  and  helped  developed  them  with 
you. 

Kaplan:   Oh,  it  was  —  one  of  my  professors,  my  corporations  professor—was 
fairly  familiar  with  nonprofits,  and  he  might  have  helped.   I 
don't  remember. 

Bonney:   Okay.   Who  made  policy  decisions  at  GIL  versus  administrative 
decisions? 

Kaplan:   I  think  Ed  did  that.   He  might  have  gone  to  the  board  to  get 

ratification  from  time  to  time,  but  as  I  recall  it  was  primarily 
Ed  doing  what  he  wanted.   And  most  of  the  time  we  were  in  perfect 
agreement.   It  wasn't  a  lot  of  disharmony. 

Bonney:   Let's  go  back  in  time  just  a  little  bit.  When  GIL  was  formed,  how 
did  Larry  Biscamp  become  the  first  director? 

Kaplan:   I  don't  know.   I  wasn't  part  of  that. 
Bonney:   How  did  Ed  become  the  director? 

Kaplan:   I  don't  know.   That  was  before  my  time.   That  was  before  I  was  on 
the  board. 

Bonney:   Okay.   Can  you  remember  what  some  of  the  issues  were  at  GIL  when 

you  were  on  the  board?  Funding  was  one  of  them.  Were  there  other 
kinds  of  issues? 

Kaplan:   Probably  what  program  we  would  develop,  what  services  were  needed, 
advocacy  issues,  legislation. 

Bonney:   Was  it  a  time  when  you  were  trying  to  decide  which  of  all  these 
different  kinds  of  services  to  provide?   Or  was  it  a  given  that 


you  were  going  to  provide  them  and  you  were  talking  about  how  to 
do  it? 

Kaplan:   I  think  it  was  a  given  that  we  would  try  to  do  everything  that  we 
could,  and  I  think  the  issue  was  how  we  would  expand.   I  have  a 
feeling  a  lot  of  it  was  jockeying  between  different  disability 
groups,  different  disability  interests.   I  think—the  board 
meetings,  I  think—were  mostly  getting  reports.   I  don't  remember 
a  huge  amount  of  decision-making.   But  it  was  a  very  long  time 
ago,  and  it  was  very,  very  new  to  me.   I  had  never  been  on  a  board 
before  in  my  life,  and  so  a  lot  of  it  I  frankly  don't  remember.   I 
don't  think  I  had  that  much  of  a  context  in  which  to  place  a  lot 
of  what  was  going  on. 

Bonney:   Were  you  appointed  chair  of  the  board  right  away,  or  did  you  serve 
on  the  board  for  a  while  first? 

Kaplan:   I  think  I  served  on  the  board  for  a  while.   I  don't  think  I  became 
chair  right  away. 

Bonney:  How  did  you  get  to  be  chair? 

Kaplan:  A  vote  of  the  other  board  members,  but  I  don't  remember. 

Bonney:  Not  an  appointed  position  by  Ed. 

Kaplan:  I  don't  think  so. 

Bonney:  What  was  the  role  of  the  board? 

Kaplan:   Well,  the  board,  I  think,  would  mostly  ratify  stuff.   But  I  can't 
say  I  have  a  detailed  memory  of  those  board  meetings. 

Bonney:   Do  you  remember  if  the  board  talked  about  coalition  building  and 
the  whole  issue  of  bringing  in  other  types  of  people  with 
disabilities?  CIL  is  said  to  have  been  really  heavy  on  quads. 

Kaplan:   Yes. 

Bonney:   Eventually  we  know  that  other  disability  groups  were  included. 
Were  you  part  of  those  discussions? 

Kaplan:   I  think  I  was  part  of  those  discussions  when  blind  services  were 
brought  in,  and  I  remember  when  we  set  up  transportation  services 
going  down  and  actually  visiting  the  company  we  bought  the  bus 
from.   But  I  think  it  was  way  before  we  had  deaf  services,  we  were 
addressing  the  needs  of  other  disabilities.   It  was  definitely 
starting  off  very  heavily  to  serve  people  who  were  quads. 
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Bonney:   Did  the  staff  and  board  want  to  serve  other  types  of  disabilities? 

Kaplan:   I  think  that  was  probably  an  item  of  contention,  with  different 
sides.   I  doubt  that  it  was  something  that  came  easily  because  I 
think  people  were  threatened  they  might  lose  some  of  what  they 
already  had  or  they  had  a  heavy  personal  investment  in  or  would 
lose  some  power. 

Bonney:   Do  you  know  who  was  pushing  for-- 

Kaplan:   No.   I  remember  working  with  Jan  McEwen  [Brown]  and  others. 

Bonney:   On  what? 

Kaplan:   On  either  designing  the  services  or  trying  to  figure  out  what  we 
were  going  to  provide.   I  think  CIL  started  with  a  heavy  student 
base  and  didn't  really  know  how  to  get  very  deep  into  the 
community.   Certainly,  CIL  wasn't  serving  older  people  then.   It 
wasn't  really  serving  the  full  range  of  people  with  disabilities 
in  the  community  and  was  very  heavily- -thought  of  itself--as 
serving  young  people  with  disabilities  who  really  wanted  to  be 
independent. 

Bonney:   In  the  Independent,  again,  that  newsletter,  there's  one  issue  that 
talks  about  the  problem  of  racism  within  CIL.  There  was  a  group 
called  the  FBI—Fine,  Black,  and  Intelligent—was  the  name  of  the 
group.   Did  you  have  any  dealings  with  that  group? 

Kaplan:   No. 

Bonney:   Did  you  know  what  those  issues  were? 

Kaplan:   I  mean,  I  expect  that  they  were  issues  around  upward  mobility  and 
who  got  what  assignments.   I  vaguely  remember  tension  around  that 
stuff.   I  don't  think  that,  you  know,  CIL  was  started  very  much 
based  on  the  PDSP  model,  and  that  was  what  people  were  familiar 
with.   A  lot  of  issues  of  expanding  and  getting  more  into  the 
community  and  dealing  with  diverse  populations  was  just  really  new 
stuff  to  people,  and  threatening  to  people  who  set  things  up  with 
a  certain  experience  and  point  of  view,  and  it  was  difficult  for 
people,  I  think,  sometimes  to  change  and  expand  without  being 
threatened.   I  remember  some  of  that  tension,  not  a  lot. 

Bonney:   In  general,  did  the  board  know  what  the  internal  issues  were? 

Kaplan:   Not  that  much.   I  don't  think  so,  no.   Not  unless  people  were 
already  familiar  with  the  organization.   Some  people  were,  and 
some  people  weren't. 
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[tape  interruption] 

Bonney:   Debby,  in  your  opinion,  what  was  the  importance  then  and  now  of 
the  Disabled  Students'  Program? 

Kaplan:   Well,  I  think  when  the  Disabled  Students'  Program  started  (I 
became  acquainted  with  it  shortly  after  it  started) ,  it  was 
supporting  a  pretty  discrete,  identifiable  group  of  students  with 
visible  disabilities,  whose  needs  were  defined  into  certain 
categories,  and  that  was  DSP  did:  mobility,  attendant  referral, 
housing  assistance,  and  discrete  things.   I  don't  recall  DSP 
working  that  strongly  as  an  advocate  for  students  with  respect  to 
the  administration  of  the  school.  Maybe  it  did.   I'm  sure  it  was 
involved  in  eliminating  architectural  barriers  and  stuff  like 
that,  but  it  wasn't  something  that  I  saw. 

I  was  fairly  autonomous  as  a  student  at  the  law  school,  in  a 
very  closed,  little  environment,  and  I  was  doing  okay,  so  I  wasn't 
exposed  to  some  of  the  things  that  DSP  did.   I  think  what  they  did 
for  undergraduates  was  different  than  for  graduate  students,  who 
were  more  autonomous.   But  it  was  a  discrete  population:  people 
with  significant  physical  disabilities,  some  blind  people.   I 
don't  recall  any  deaf  people. 

I  think  now  the  Disabled  Students'  Program  has  really 
expanded  and  serves  people  with  a  much  wider  variety  of 
disabilities,  and  I  think  a  lot  of  the  issues  for  some  students 
now  are  more  academic,  where  there's  more  academic  advocacy  and 
support  that's  needed.   I  think  a  lot  of  what  was  needed  initially 
had  more  to  do  with  independent  living,  getting  people  situated, 
and  providing  support  so  people  could  just  be  there.   But  it  was  a 
fairly  bright  group  of  people,  I  think,  who  academically  could 
fend  for  themselves  a  little  better.   So  I  think  it  has  changed. 

I  think  also  students--!  mean,  back  then  it  was  a  very 
social  place  for  people—a  place  where  people  got  just  the  support 
of  being  with  other  people  with  disabilities,  that  wasn't 
available  in  a  lot  of  other  places.  And  there  weren't  very  many 
students  with  disabilities.   I  think  that's  really  changed  a  lot. 
Now  students  may  need  one  or  two  services,  but  are  better 
integrated  into  the  student  population  as  a  whole.   You  know, 
society  has  changed  a  lot  with  respect  to  people  with 
disabilities.   So  I  think  it's  a  different  environment,  and  more 
standard  now  as  well,  in  some  ways.  There  are  many  other  disabled 
students'  programs,  and  what  disabled  students'  programs  do  is 
more  well  thought  through  and  organized  now,  I  think. 

Bonney:   As  a  student,  still,  at  GIL,  there  was  something  called  the 
Disabled  People's  Legal  Resource  Center. 
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Kaplan:  Yes. 

Bonney:  Were  you  part  of  that? 

Kaplan:  Yes.   That  was  my  idea. 

Bonney:  Tell  me  about  that. 

Kaplan:   Oh,  God,  it  was  really  not  very  well  thought  through.  My  idea  was 
that  paralegals  could  do  a  lot  of  pre- legal  work  for  people  who 
had  employment  or  discrimination  concerns  and  wanted  to  file 
discrimination  cases.   Or  we  were  doing  SSI  [Supplemental  Security 
Income]  stuff,  too,  for  people.  And  so  we  had  a  group  of  people 
who  we  sort  of  trained  as  paralegals.   Not  that  we  [chuckling] -- 
there  I  was,  a  law  student--!  didn't  have  a  lot  of  experience 
myself.   But  helped  people  get  complaints  filed  and  sort  of 
helping  them  through  the  bureaucracy  of  dealing  with  things. 

What  we  didn't  really  have  was  much  in  the  way  of 
supervising  attorneys,  and  no  real  guarantee  that  the  people  we 
brought  in  as  volunteers,  who  were  mostly  other  people  with 
disabilities,  knew  what  they  were  doing  and  were  steering  people 
in  the  right  direction.   But  the  basic  idea  was  we  would  bring  on 
people  with  disabilities,  they  would  be  volunteer  paralegals  and 
would  help  people  with  disabilities  file  different  kinds  of 
complaints  and  get  them  through  the  process,  where  administrative 
complaints  were  involved,  where  you  didn't  have  to  have  a  lawyer 
representing  you. 

I  now  shudder  at  the  lack  of  real  legal  oversight  of  what 
people  were  doing,  and  quality  control.   I'm  sort  of  mind-blown 
that  I  ever  was  [chuckling]  involved  in  it. 

Bonney:   Were  your  clients  served? 

Kaplan:   To  some  extent.   You  know,  some  people  could  do  their  work  and 
other  people,  I  think,  had  the  intention  of  doing  it  and  didn't 
really  know  that  they  were  doing.  And  so  I  have  a  feeling  that 
some  complaints  languished  and  things  didn't  happen  with  them,  and 
I  have  no  idea  about  what  the  quality  was  of  the  representation 
that  people  were  getting. 

Bonney:   How  long  did  this  organization  last? 

Kaplan:   Well,  that  really  formed  the  basis  of  the  Disability  Law  Resource 
Center  that  Bob  Funk  took  over  and  eventually  turned  into  DREDF. 
I  remember  applying  for  a  grant  from  United  Cerebral  Palsy 
Association,  when  John  King  ran  it,  who  was  this  really  lovely  man 
in  San  Francisco,  and  they  gave  us  a  small  grant,  and  we  used  that 
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Bonney : 
Kaplan: 

Bonney: 


Kaplan: 


Bonney : 
Kaplan: 

Bonney : 
Kaplan: 


to  do  this  little  legal  clinic  project.   Then,  when  I  left  to  go 
to  Washington,  it  was  taken  over  by  Jim.   I  don't  remember  his 
last  name,  but  he  was  a  disabled  vet. 


Jim  Donald? 

No,  something  else.   But  it  was  a  part  of  GIL. 
touch  with  it  after  I  left. 


And  then  I  lost 


How  many  people  were  volunteering  in  the  DPLRC?  Was  it  a  big 
group? 


Kaplan:   No,  I  think  it  was  like  five  or  six  or  something  like  that.   It 
wasn't  a  big  thing. 

Bonney:   And  about  how  many  people  did  you  serve  at  an}'  one  time? 

Kaplan:   I  have  no  idea.   I  can't  remember.  Maybe  a  few  dozen  or 
something. 

Bonney:   Okay.   What  was  the  1975  Disability  Civil  Rights  Conference? 


There  was  a  conference  at  the  Claremont  that  was  put  on  by  the 
National  Center  for  Law  and  the  Handicapped,  which  had  a  federal 
grant  and  was  in  South  Bend,  Indiana,  at  the  law  school  there. 
They  decided  to  have--I  think  it  was  the  first  of  the  time--a 
conference  that  would  bring  together  people  who  were  working  on 
disability  rights  law  around  the  country.   They  decided  to  have  it 
at  the  Claremont,  and  a  whole  bunch  of  people  came  from  Washington 
and  other  places  who  ended  up  some  of  them  being  very  seminal 
people  in  the  disability  rights  movement.   That  was  pre-504 
[Section  504  of  the  Rehabilitation  Act  of  1973).   It  was  pre- 
any thing . 

What  was  your  role  in  it? 

I  remember  I  attended  [chuckling] .   I  may  have  done  a  presentation 
about  the  Disability  Law  Resource  Center  or  whatever  we  called  it 
at  that  point.   I  don't  recall  otherwise. 


What  was  the  effect  of  this  conference? 
step? 


Did  it  move  to  a  next 


I  think  it  brought  many  people  together  who  had  not  worked 
together  before  and  set  the  stage  for  Section  504,  because  it 
brought  people  together  and  that  was  clearly  what  people  wanted, 
was  civil  rights  legislation.   I  think  504  happened  around  that 
time. 
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Bonney:   Was  John  Wodatch--was  that  the  level  of  person  that  came  from 
Washington? 

Kaplan:   John  Wodatch.   I  remember  John  Wodatch  and  other  people  came.   It 
might  have  been  after  504  was  already  enacted.   I  don't  remember. 

Bonney:  You  mean  after  '77? 

Kaplan:  No,  504  was  in  the  Rehab  Act  of-- 

Bonney:  '73. 

Kaplan:  Yes. 

Bonney:  Oh,  you  mean  between  there  and  '77. 

Kaplan:  Yes. 

Bonney:  Okay. 

Kaplan:   So  it  might  have  been  504  was  on  the  books  but  nothing  was  being 
done  with  it,  and  that  led  to  the--I  think  Wodatch  presented  a 
draft  of  the  regulations  at  that  conference,  I  think. 

Bonney:   Is  it  John  Wodatch  that  is  responsible  for  that  language  being  in? 

Kaplan:   Oh,  yes.   The  regs.   John  was  one  of  the  principal  authors.   There 
was  also  a  woman  named  Ann  something-or-other  who  was  involved.   I 
don't  know  to  what  extent  Lisa  Walker  was  involved.   There  was  a 
very  small  core  group  in  Washington  that  was  working  on  this 
stuff.   But  that  was  before  I  was  there. 

Bonney:   Okay.   Why  was  GIL  powerful? 

Kaplan:   I  think  because  people  came  and  their  lives  were  transformed. 

People  came  and  were  either  living  in  nursing  homes  or  in  their 
parents'  homes,  and  learned  from  other  people  with  disabilities 
how  to  live  independently,  how  to  create  support  networks,  how  to 
advocate  for  more  services  from  the  city  governments,  and  were 
very  effective  in  setting  up  basic  framework  so  that  people  could 
live  on  their  own  and  support  each  other.   And  that  was  very,  very 
empowering  for  people.   I'm  sure  most  everyone  who  came  there, 
before  they  came  there  just  didn't  believe  those  things  were 
possible. 

GIL  was  inventing  new  things  all  the  time,  trying  out  new 
models,  and  figuring  out  how  to  make  this  stuff  happen  from 
scratch,  and  was  very  strongly-based  in  peer  support  model  and  in 
the  idea  that  people  with  disabilities  could  do  it  all  themselves. 
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That  was  all  just  unheard  of  stuff  up  until  that  point.   It  was 
very  revolutionary  stuff.  And  people  came  through  and  were 
empowered,  and  I  think  many  people  went  on  to  do  a  lot  of  other 
things  that  nobody  ever  expected  they  would  do,  they  didn't  expect 
they  would  do,  and  they  learned  a  lot  about  how  to  make  things 
happen  politically  and  organizationally  and  interpersonally  in  the 
process. 

Bonney:   What  is  its  legacy  in  the  world? 

Kaplan:   All  the  other  independent  living  centers  around  the  world!   I 

think  its  legacy  is  lots  of  people  with  disabilities  who  have  gone 
on  to  have  careers  and  to  influence  public  policy  and  all  the 
services  that  are  peer-based,  not  just  in  this  country  but  around 
the  world.   The  whole  idea  that  people  with  disabilities  can  solve 
their  own  problems  and  are  the  most  appropriate  service  providers 
for  each  other,  which  is  a  basic  tenet  of  independent  living 
movement  around  the  world.   So  it's  pretty  fundamental. 

It  isn't  like  it  was  just  invented  in  Berkeley.   I  think  it 
may  have  happened  in  Berkeley  first,  but  the  ideas  of  the 
independent  living  movement,  I  think,  are  there,  inside  people 
with  disabilities,  and  they  just  resonate  once  they're  put  into 
action.   People  go,  "Oh,  yeah!   I  know  that.   I  believe  in  that." 
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II   CAREER  IN  WASHINGTON,  D.C.,  1976-1980 

[Interview  2:  March  31,  1998]  ## 

More  on  Family  Response  to  Accident 
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Kaplan: 


Bonney: 
Kaplan: 


Debby,  when  you  became  disabled,  how  did  your  family  respond  to 
your  disability? 

Well,  at  first  they  were  just  very  traumatized.   It  was  unclear 
what  was  going  to  happen  and  whether  I  was  going  to  live,  so  at 
first  it  was  just  total  shock.   Then,  after  a  couple  of  weeks,  I 
think  it  became  more  clear  what  the  prognosis  was,  and  my  father 
started  at  first  really  looking  at  where  I  should  be  doing  my 
rehab.   He  takes  on  things  like  this  and  they  become  projects  for 
him.   So  the  first  part  of  the  project  was  getting  me  into  the 
best  rehab  program  and  then  finding  out  what  other  kinds  of 
resources  were  available. 

I  think  my  mother  was  into  being  supportive  and  wanted  to  be 
around  and  be  helpful,  but  I  don't  think  she  really  had  much  of  an 
idea  of  what  was  going  to  happen  or  what  things  were  going  to  be 
like.   Culturally,  she  didn't  have  much  of  a  context  (not  that 
many  families  did) ,  having  been  raised  in  Russia  and  China  in  a 
very  different  environment. 

They,  I  think,  were  both  interested  in  providing  whatever 
support  I  would  need.   I  don't  think  I  ever  got  any  impression 
from  either  of  them  that  my  life  was  over  and  that  this  was  a  huge 
tragedy.   It  was  more  how  do  we  get  through  this  and  where  do  we 
go  next.   There  was  never  an  assumption  from  either  of  them  that  I 
would  not  go  on  to  law  school.  And  so  it  was  actually  a  fairly 
positive  reaction. 

How  about  your  brother? 

My  brother  liked  to  come  visit,  bring  me  gifts.   You  know,  it  was 
something  ;hat  he  could  do  for  me  that  was  sort  of  big  brotherish. 
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And  so  he  was  around,  especially  in  the  very  beginning.   During 
rehab  he  would  show  up  from  time  to  time. 

When  you  say  your  father  was  looking  for  appropriate  rehab,  was 
that  when  you  went  to  Valley  Med  [Santa  Clara  Valley  Medical 
Center]?  Was  that  the  place  he  found? 

Right,  yes. 

Was  that  well  known  in  that  time  period? 

I  think  so.   It  was  one  of  the  main  spinal  cord  injury  centers  in 
the  western  United  States. 

And  still  is,  is  it? 

I  think  so,  yes.   They  had  a  lot  of  federal  money  then.   I  don't 
know  if  they  still  do.  And  it  was  definitely  the  place  to  get 
spinal  cord  injury  rehab  at  the  time. 

Now,  you  also  mentioned  that  while  you  were  there,  you  formed  this 
patients'  support  and  information  group. 

Yes. 

Did  this  group  continue  on  after  you  left? 

I  think  so.   I  think  so,  yes.   There  would  be  I'm  not  sure  how 
often,  monthly  or  bi-weekly  meetings.   I  think  after  I  left,  they 
just  got  more  interested  in  peer  counseling.   I  remember  they  had 
different  professionals  with  disabilities  who  were  on  staff,  and 
that  just  seemed  to  be  more  and  more  of  something  that  in  the 
seventies  was  recognized  as  an  important  part  of  rehab. 

Is  that  going  on  today  still  in  any  formalized  way? 
I  have  no  idea. 

Okay.   All  right.  Also,  you  mentioned  that  during  the  time  that 
you  were  in  Berkeley,  in  this  period,  you  met  Judy  Heumann. 

Right. 

Tell  me  about  your  relationship  with  her. 

I  think  we  realized  that  we  had  a  lot  in  common,  that  we  both  were 
interested  in  leadership  and  in  moving  things  along,  and  became 
friends  pretty  quickly.   It  was  only  one  year,  I  think,  that  we 
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overlapped  here  in  Berkeley  before  she  went  off  to  Washington,  and 
so  it  wasn't  a  lot  of  contact,  but  we  were  definitely  friends. 

Bonney:   So  when  you  got  to  Washington,  which  we'll  talk  about  shortly, 

getting  there- 
Kaplan:   She  came  back  to  California. 
Bonney:   Oh!   [laughing]   So  you  didn't  work  with  her  in  Washington. 

Kaplan:   No,  we  didn't  overlap.   She  came  back  to  GIL,  and  so  it  was  like 
we  were  trading  places  or  something.   But  she  was  very  helpful  to 
me  when  I  came  to  Washington.   She  gave  me  lots  of  names  of  people 
to  meet  and  helped  me  understand  the  political  lay  of  the  land  and 
helped  get  me  involved  in  the  American  Coalition  of  Citizens  with 
Disabilities  [ACCD]  and  helped  start  a  lot  of  important 
relationships  that  I  had  with  people  in  Washington. 


Disability  Rights  Center  Established  in  Washington,  D.C. 


Bonney:   Let's  talk  a  little  bit  about  you  going  to  Washington.   You  went 
there  in  about  '76? 

Kaplan:   In  '76,  in  August  of  '76. 
Bonney:   Why  did  you  go  to  Washington? 

Kaplan:   Because  I  had  a  job.   The  only  interview  I  had  in  my  third  year  of 
law  school,  when  everybody  was  doing  interviews --the  only  one  I 
was  interested  in- -I  was  not  interested  in  working  for  a  law  firm 
or  for  government.   There  was  a  fellow  named  Marty  Rogol  who 
worked  for  Ralph  Nader.   He  oversaw  a  public  interest  research 
group.   He  was  interviewing  for  all  the  Nader  groups  at  that  time. 
I  think  he  has  since  gone  on  to  U.S.A.  For  Africa  or  something 
like  that.   I've  seen  him  a  little  bit  since. 

We  had  an  interview.   He  really  liked  me,  liked  the  idea. 
What  I  was  saying  was,  "You  guys  should  hire  me  so  I  can  do 
disability  rights  work  in  Washington."  He  approached  Sid  Wolf, 
who  is  the  head  of  the  Health  Research  Group.   Sid  was  not 
interested.   I  think  that  was  very  appropriate.   I  don't  think 
disability  rights  would  belong  in  a  health  activism  group,  anyhow. 
And  so  things  were  not  going  anywhere. 

I  had  met  Ralf  Hotchkiss,  who  had  a  relationship,  a  very 
close  relationship,  with  Ralph  Nader,  and  asked  him  if  he  would 
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intercede  directly  with  Nader.   He  did,  and  asked  Nader  whether  he 
would  directly  support  me  in  setting  up  my  own  organization,  which 
he  did  and  gave  me  a  small  grant  to  allow  me  to  set  up  the 
Disability  Rights  Center.   So  that  was  all  arranged  in  the  spring 
and  summer  of  1976.   I  took  the  bar  exam  in  July  and  then  moved  to 
Washington  to  start  the  Disability  Rights  Center. 

Bonney:   What  did  you  want  this  Center  to  do? 

Kaplan:   My  proposal  was  to  focus  on  two  issues.   One  was  continuation  of 
an  issue  that  I  worked  on  while  I  was  in  law  school,  and  that  was 
consumer  rights  for  users  of  medical  devices  and  equipment.   We 
did  some  work  in  that .   We  put  together  a  consumer  warrantee  book 
for  people  who  used  medical  devices  and  equipment,  and  we  also 
[ chuckling ]-- 

Ralph  Nader  hired  a  law  student  who  worked  for  him  and  did 
some  research  on  the  Veterans  Administration  [VA]  and  their 
purchasing  practices:  what  they  would  purchase  for  disabled  vets 
and  what  they  wouldn't.  When  I  started  the  Disability  Rights 
Center,  we  issued  the  report  by  a  lawyer  named  Danny  Clearfield, 
who  is  now  a  pretty  well-known  consumer  activist,  I  think  from 
Pennsylvania,  and  had  a  press  conference  that  Nader  attended.   And 
that  was  one  of  the  first  things  we  did. 

We  also  focused  on  employment  practices  of  the  federal 
government  with  respect  to  people  with  disabilities.   My  theory 
was  that  if  the  federal  government  was  going  to  mandate 
nondiscrimination  for  federal  contractors  and  grantees  —  at  the 
time  it  was  Section  503  and  Section  504- -it  would  be  a  good  idea 
to  take  a  look  at  their  own  practices  and  make  sure  that  they  were 
living  up  to  the  same  standards  that  they  were  applying  or  a 
larger,  a  better  standard. 

So  a  lot  of  our  work  had  to  do  with  Section  501,  which  is 
the  statute  that  applies  to  federal  government  for  equal 
employment  and  affirmative  action  for  people  with  disabilities. 
We  did  a  research  project,  looking  at  the  actual  practices  of  ten 
different  agencies  who  allowed  us  to  come  in  and  look  at  them. 
This  was  the  beginning  of  the  [President  James  E.]  Carter 


administration,  when  they  had  this  real  open-door  policy, 
sure  the  door  started  closing  [chuckling]  after  a  while. 


I'm 


We  came  out  with  a  blistering  report,  presented  it  in 
testimony  to  Congress,  and  as  a  result,  Section  501  was 
strengthened  in  some  major  ways.   So  that  was  one  of  my  major 
accomplishments  there. 
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Bonney:   Back  to  the  consumer  rights  for  medical  purchases,  medical 
equipment,  what  kind  of  report  did  you  put  out? 

Kaplan:   We  put  out  a  report  for  consumers,  outlining  what  consumer 

warrantee  rights  people  had  under  existing  law,  giving  examples  of 
how  one  would  use  that  for  wheelchairs  or  other  medical  devices  or 
equipment,  and  giving  people  state-by-state  analysis  of  consumer 
protection  laws  so  that  people  could  begin  to  understand  how  to 
use  existing  consumer  laws,  because  I  think  most  consumers  with 
disabilities  really  hadn't  a  clue. 

Bonney:   Now,  did  this  somehow  dovetail  into  the  Everest  &  Jennings 
lawsuit? 

Kaplan:   The  Everest  &  Jennings  lawsuit  was  something  I  got  involved  in  at 
the  same  time.   There's  a  great  little  story  about  how  that 
happened.   I  knew  about  this  investigation  or  a  complaint  that 
Ralf  had  filed  against  the  Department  of  Justice  during  either  the 
Nixon  or  Ford  administration.   Ralf  went  to  England  and  found  that 
Everest  &  Jennings  was  selling  wheelchairs  in  England  at  a  much 
lower  price  than  they  were  selling  them  here  because  in  England 
they  had  public  health  care  and  they  just  wouldn't  reimburse  at  a 
higher  rate. 

So  he  tried  to  purchase  ten  wheelchairs  or  something  and 
asked  them  if  they  would  ship  them  to  the  United  States,  and  they 
refused,  which  is  a  violation  of  antitrust  law,  American  antitrust 
law.   And  so  he  filed  a  complaint  with  the  Department  of  Justice, 
which  just  sat.   Nothing  happened  to  it. 

I  started  working  at  the  Disability  Rights  Center  during  the 
presidential  campaign,  and  so  in  January  Carter  was  inaugurated, 
and  Nader  and  Carter  had  a  very  close  relationship.   Nader  had  a 
series  of  luncheons  at  a  hotel,  at  which  different,  new  Carter 
administrative-secretary-level  people  were  invited  to  speak  and 
talk  about  public  interest  issues.   There  was  a  big  audience 
there.   I  was  invited  to  sit  at  the  head  table  at  a  luncheon  that 
Griffin  Bell,  the  head  of  the  Department  of  Justice,  the  attorney 
general,  was  the  speaker.   So  he  gave  a  speech. 

During  the  question  and  answer  period,  I  raised  my  hand.   I 
think  I  was  one  of  the  first  people  that  was  called  on.   I  asked 
him  what  was  happening  to  this  complaint  that  was  languishing  in 
the  Department  of  Justice.   He  was  embarrassed,  didn't  know 
anything  about  it,  and  said  he  would  look  into  it.   I  got  a  call 
from  an  attorney  in  the  Department  of  Justice  two  days  later, 
saying  they  were  about  to  file. 
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So  I  called  some  friends  at  the  Western  Center  for  Law  and 
the  Handicapped  to  see  if  they  wanted  to  file  a  companion  consumer 
class  action  because  at  that  time  that  was  how  antitrust 
litigation  went.   There  would  be  a  Department  of  Justice  lawsuit 
and  then  a  companion  consumer  class  action.  And  I  was  involved  to 
some  extent.   I  think  I  was  co-counsel  in  the  consumer  class 
action. 

We  nearly  got  nailed  because  [chuckling]  we--a  disabled 
woman  named  Diane  Latin,  who  was  a  friend  of  Ralf's,  who  worked  at 
the  President's  Committee  at  the  time—we  talked  her  into  being  a 
plaintiff  in  the  lawsuit,  one  of  the  main  plaintiff s--and  in  her 
deposition  she  told  them  that  we  had  basically  cajoled  her  into 
joining  the  class  and  it  wasn't  all  necessarily  voluntary  on  her 
part.   If  it  weren't  a  public  interest  lawsuit,  we  would  have 
gotten  killed  by  the  other  side.  We  would  have  been  taken  up  on 
charges  on  champerty  and  barratry. 

But  as  it  turned  out,  we  ended  up  getting  Public  Citizen  to 
defend  us,  Public  Citizen  Litigation.  And  they  filed  response 
papers,  saying  that  if  it's  a  public  interest  lawsuit  you  can  do 
that  because  there  was  some  legal  precedents,  so  it  was  a  close 
one. 

The  Department  of  Justice  filed  their  lawsuit,  and  they  were 
using  Ralf  as  an  expert  witness. 

Let  me  back  up.   When  you  say  "Ralph,"  are  we  talking  Nader  or 
Hotchkiss? 

Hotchkiss. 

So  Ralf  Hotchkiss  went  to  England. 

Right. 

Okay. 

He  was  an  expert  witness  in  the  Department  of  Justice  case.   I  was 
involved  in  the  consumer  class  action.  And  [chuckling]  the 
Department  of  Justice  was  just  sort  of  amazed  that  all  these 
different  people  who  they  would  run  into  and  get  involved  in  their 
investigation  all  knew  each  other.   They  referred  to  us  as  the 
Handicapped  Mafia.  And  they  were  not  very  happy  when  they  found 
out  that  Ralf  and  I  were  getting  married  because  I  was 
representing—it  was  a  little  too  cozy  relationship.   But  as  it 
turned  out,  the  lawsuit  was  settled  and  so  they  didn't  have  to  go 
to  court. 
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Bonney:   How  was  it  settled?  What  happened? 

Kaplan:   Oh,  the  Department  of  Justice  ended  up  accepting  a  really 

meaningless  settlement  which  we  opposed  but  which  a  federal  judge 
allowed  to  go  through,  saying,  you  know,  they  promised  they  would 
never  engage  in  antitrust  practices  again.   It  was  sort  of  a  slap 
on  the  wrist.   But  the  real  result  of  the  lawsuit  against  Everest 
&  Jennings  was  that  it  signaled  to  potential  competitors  that  E&J 
was  in  a  weak  position.  And  around  that  time,  Quickie  really 
began  competing  much  more  seriously,  and  so  did  Rolls  Invacare. 
So  Everest  &  Jennings '  monopoly  power  with  respect  to  the 
wheelchair  market  really  was  undercut  significantly,  and  they  have 
never  really  since  recovered.   To  a  large  extent,  it  was  the 
litigation  that  ended  up  doing  them  in  because  it  was  an 
attractive  time  for  competitors  to  get  in. 

Bonney:   Now,  you  also  said  that  Ralph  Nader,  I  believe,  had  hired  someone 
to  go  into  VA  and  look  at  what  kind  of  equipment  they  would 
purchase? 

Kaplan:   Right.   What  were  their  purchasing  practices. 
Bonney:   What  was  the  outcome  of  that?  What  happened  there? 

Kaplan:   There  were  recommendations  in  that  report  that  the  Veterans 

Administration  really  use  its  purchasing  power  in  a  much  more 
advocacy  way  to  improve  the  quality  of  equipment  that  they  were 
purchasing,  because  they  were  just  purchasing  stuff  and  had  huge 
market  clout  and  were  really  not  using  it  for  the  benefit  of  the 
people  who  were  getting  the  equipment,  and  that  was  basically  what 
the  recommendations  were. 

Bonney:   Now,  what  was  your  role  in  that? 

Kaplan:   I  didn't  have  much  of  a  role.   The  report  was  really  done  and 

written  before  I  got  there,  but  Nader  hoped  that  that  would  help 
sort  of  kick-start  the  Disability  Rights  Center. 

Bonney:   Did  it? 

Kaplan:   Sort  of.  We  were  able  to  get  some  publicity  and  get  moving,  yes. 

Bonney:   Okay,  so  the  big  report  was  the  employment,  the  501  employment 
report. 

Kaplan:   Right. 

Bonney:   Tell  me,  if  you  can  remember,  what  agencies  you  went  in  and  looked 
at-- 
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Kaplan:   Oh,  God. 

Bonney:   --and  what  kinds  of  things  were  you  finding? 

Kaplan:   Gee.   That  was  a  long  time  ago.   Labor,  I  know.   Commerce.   It  was 
a  lot  of  the  big  agencies.   HEW  [Health,  Education  and  Welfare]. 
I  don't  know  if  we  looked  at  Defense.   There  were  ten  different 
agencies,  I  really  couldn't  say  who  all  they  were.  We  tried  to 
pick  large  ones.  We  looked  at  their  statistics:  how  many  people 
with  disabilities  they  had  over  time.  We  looked  at  what  kinds  of 
accommodations  they  were  making.   I  believe  we  looked  at  whether 
they  had  policies  in  place  around  affirmative  action  for  people 
with  disabilities.   We  may  have  looked  at  what  levels  people  were 
at.   We  found  them  at  pretty  low  levels.  And  I  don't  recall  what 
else. 

There  were  several  standardized  things  that  we  looked  at  in 
each  agency.   We  went  in  and  looked  at  their  records  and 
interviewed  people.   We  interviewed  employees  with  disabilities; 
we  interviewed  the  civil  service--!  mean,  the  human  resources 
people.   And  the  basic  finding  was  that  even  though  the  federal 
government  had  been  under  an  obligation  for  many  years  to  engage 
in  affirmative  action  in  hiring  people  with  disabilities,  that  the 
actual  numbers  of  people  with  disabilities  within  the  federal 
government—the  percentage  was  declining.   So  that  was  the 
headline-grabber  when  we  issued  the  report.   That  was  really  what 
we  focused  on  to  get  attention  of  members  of  Congress. 

The  Rehab  Act  was  up  for  authorization,  so  Section  501  was 
on  the  table- -in  '78?   I  think  so.  My  testimony  was  pretty  much 
the  only  testimony  that  they  had  from  a  disability  community  about 
Section  501,  and  the  testimony  was  referred  to  in  the  legislative 
history. 

Bonney:   What  committee  did  you  testify  before? 

Kaplan:   I  don't  remember.   Human  Resources?   I  don't  know.   Whatever- - 

well,  no.   It  would  be  Labor  and  Employment,  I  guess.   It  was  the 
committee  that  oversaw  the  Rehab  Act. 

Bonney:   Which  legislators  were  involved  or  interested  in  this  issue? 

Kaplan:   I  worked  with  Lisa  Walker,  who  was  then  working  for- -who  was  the 
senator  who  Judy  worked  for?  This  was  a  long  time  ago. 

Bonney:   Oh,  Randolph. 

Kaplan:   No,  not  Jennings  Randolph.   Jennings  Randolph  was  the  head  of  the 
Subcommittee  on  the  Handicapped  at  that  time.   He  was  atrocious. 
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I  don't  remember  the  guy's  name.   But  it  was  people  who  had 
already  been  involved  in  the  Rehab  Act  and  Title  V. 

Bonney:  Title  V? 

Kaplan:  Of  the  Rehab  Act. 

Bonney:  Okay.   Did  you  also  work  with  503  and  504? 

Kaplan:  To  some  extent. 

Bonney:  What  did  you  do  with  503? 

Kaplan:   With  503,  Bernie--oh,  what  was  his  last  name?   I  just  saw  him 

recently.   He's  still  alive.   Head  of  the  President's  Committee. 
Bernie  something-or-other  was  taking  a  lot  of  flak  from  some  of 
the  large  corporate  members  of  the  President's  Committee  over  the 
Section  503  regulations  because  they  thought  they  should  be 
watered  down.   And  so  he  asked  me  to  sit  down  and  negotiate  with 
them.   They  all  ended  up  being  really  pissed  off  at  me  because  I 
wouldn't  give  them  what  they  wanted  [chuckling].   The  negotiations 
didn't  go  anywhere.   I  think  he  promised  them  that  he  would 
deliver  somebody  who  would  cave  and  who  would  give  them  what  they 
wanted,  and  I  just  refused.   And  so  Section  503,  I  think,  was  not 
tinkered  with  in  the  reauthorization. 

For  Section  50A  I  was  involved  in  the  sit-ins  and  over  the 
regulations  in  the  HEW  building  in  Washington,  D.C.,  and  Ralf 
Hotchkiss  and  I  came  out  here  to  San  Francisco  and  visited  the 
folks  in  the  HEW  building  here. 

Bonney:   Let's  get  into  that  in  just  a  minute.   I  want  to  go  back.   I 

should  ask  you:  when  you  testified  on  the  Hill  on  501,  what  was 
the  outcome?  What  happened? 

Kaplan:   They  changed  Section  501.   They  strengthened  it  significantly. 
Bonney:   What  happened  within  the  departments  themselves? 

Kaplan:   Civil  Service  Commission  had  to  issue  new  regulations.   I  think 
one  of  the  things  we  did  was  get  Section  501  enforcement  taken 
away  from  the  Civil  Service  Commission,  which  is  now  the  Office  of 
Personnel  Management,  to  the  EEOC  [Equal  Employment  Opportunity 
Commission] .   So  enforcement  of  Section  501  went  to  an  agency  that 
was  much  more  civil  rights  oriented.   Under  the  old  Section  501, 
if  you  were  a  person  with  a  disability  and  you  wanted  to  file  a 
complaint,  you  really  had  very  little  legally  that  you  could  do. 
You  had  to  follow  existing  civil  service  procedures.   There  was 
nothing  particular  to  Section  501. 
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So  we  beefed  up  the  complaint  procedures  so  that  somebody 
could  file  a  complaint  under  Section  501,  take  it  into  federal 
court,  and  get  damages  from  the  federal  government  if  they  were 
proven  to  have  discriminated.   So  we  changed  it  a  lot. 

Bonney:   Now,  did  you  work  directly  with  the  EEOC  to  implement  changes? 

Kaplan:   Yes,  we  were  involved  in  commenting  on  the  proposed  regs  and  stuff 
like  that. 

Bonney:   Did  you  write  the  regs  for  them? 

Kaplan:   No,  no.   There  were  people  there  who  felt  that  they  knew  what  they 
were  doing. 

Bonney:   And  you  concur  with  that? 

Kaplan:   No.   I  mean,  we  filed  comments  that  we  thought  they  should 
strengthen  what  they  were  doing. 

Bonney:   And  they  ultimately  did. 

Kaplan:   Well,  they  came  out  somewhere  in  between,  which  is  what  they 
usually  do. 


Activities  in  Support  of  Section  504  of  the  Rehabilitation  Act  of 
1973,  and  Thoughts  on  the  Road  to  the  Americans  with  Disabilities  Act 


Bonney : 
Kaplan: 


Okay.   Let's  go  back,  then,  to  504. 
Washington  in  the  504  sit-in? 


What  was  your  role  in 


I  was  involved  in  some  of  the  discussions  with  Peter  Libassi,  who 
was  general  counsel  to  HEW,  on  behalf  of  Joe  [Joseph  A.]  Califano 
[Jr.]  with  the  disability  leadership  before  the  sit-in  happened. 
Those  negotiations  ended  up  in  a  stalemate,  and  the  sit-in 
happened,  and  Ralf  and  I  were  involved  in  the  sit-in  and  spent  the 
night  there  and  then  went  home  the  next  day.   So  we  were  part  of 
the  leadership  that  organized  the  sit-in  and  tried  to  figure  out 
what  to  do  next. 

Then  we  were  very  supportive—at  a  certain  point,  there  was 
a  delegation  from  California  that  came  out  and  engaged  in  a  lot  of 
rabble  rousing,  having  candlelight  vigils  outside  Calif ano's  home 
and  stuff  like  that. 


Bonney:   Did  you  participate  in  those? 


41 


Kaplan: 


Bonney : 
Kaplan: 


Bonney: 
Kaplan: 

Bonney: 

Kaplan: 
Bonney: 
Kaplan: 


I  don't  remember  participating  in  those.   I  don't  remember  going 
out  to  them,  but  we  helped  arrange—there  was,  I  think,  an 
Episcopal  church  on  Washington  Square,  where  people  stayed,  and  we 
helped  arrange  that.   I  remember  when  the  regulations  were  finally 
signed,  we  had  a  big  celebration  dinner  at  our  house,  with 
everybody. 

Why  was  the  sit-in  in  Washington  so  short? 

Because  [laughing]  they  wouldn't  let  us  have  any  food!   They  took 
the  complete  opposite  approach  to  what  happened  in  San  Francisco. 
In  San  Francisco,  I  think,  thanks  primarily  to  intercession  of  the 
mayor,  Mayor  [George]  Moscone,  the  feds  ended  up  having  to  allow 
people  to  have  food  brought  in,  to  really  set  up  sleeping 
arrangements.   They  eventually  wound  up  being  able  to  shower  and 
have,  you  know,  their  needs  acknowledged  and  to  some  extent  met. 

In  Washington,  D.C.,  Califano  took  a  very  hard  line.   They 
were  talking  about  arresting  us,  and  they  didn't  allow  any  food  or 
any  medication  or  anything  in.   Fred  Schrieber,  who  was  the 
executive  director  of  the  National  Association  of  the  Deaf,  who  is 
no  longer  alive,  needed  heart  medication,  and  they  wouldn't  allow 
that  to  come  through.   I  mean,  it  was  incredible. 

There  was  one  employee  of  HEW  who  felt  sorry  for  us  or  felt 
--was  in  support  of  us--and  tried  to  throw  us  some  food  across  the 
police  lines  [chuckling] .   It  was  like  throwing  donuts  and  fruit 
[chuckling].   It  was  absurd.   And  so  we  decided  that  under  those 
conditions,  we  should  probably  just  all  leave  together,  as  opposed 
to  allowing  the  whole  thing  to  sort  of  dissipate  and  lose 
momentum,  because  there  were  a  lot  of  people  who  just  couldn't 
stay  under  those  conditions. 


So  once  you  left  the  offices,  then  what  did  the  group  do? 
you  continue  working  on  the  issue? 


How  did 


I  don't  really  recall.  We  dispersed.   I'm  sure  there  were 
meetings  and  we  were  trying  to  figure  out  what  to  do,  but  I  think 
most  of  the  action  then  focused  on  San  Francisco. 

Now,  at  this  point,  you  and  Ralf  are  married  and  living  in 
Washington? 

We  were  not  married,  but  we  were  living  together  in  Washington. 

So  then  you  and  he  came  out  to  the  San  Francisco  sit-in. 

Yes. 
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Bonney:   And  testified  at  the  hearing  that  was  held. 

Kaplan:   Right. 

Bonney:   What  was  your  testimony? 

Kaplan:   Well,  we  were  talking  about  what  happened  in  Washington  and  how 
horribly  we  were  treated,  and  talked  about  the  negotiations  and 
the  fact  that  we  thought  we  were  being  dealt  with  in  bad  faith  by 
the  administration.   They  would  say  one  thing  and  then  come  back 
with  another  version  and  water  it  down  even  more  and  that  we  just 
didn't  feel  that  there  was  any  point  in  trying  to  negotiate  with 
them. 

Bonney:   In  Washington,  who  were  the  people  in  government  who  were  pushing 
for  passage  of  504? 

Kaplan:   Within  government? 
Bonney:   Yes. 

Kaplan:   I'm  not  really  aware  of  very  many  people  within  the  administration 
who  were  pushing  for  Calif ano  to  sign  the  504  regs.   What  was 
mostly  going  on  was  that  Califano  was  getting  a  lot  of  advice  from 
inside  HEW  about  what  a  bad  idea  these  regulations  would  be.   And 
these  were  the  regulations  that  were  drafted  under  the  [President 
Gerald  R.]  Ford  administration  and  that  the  Ford  administration 
had  never  implemented.   And  there  were  several  people  within  HEW 
who  thought  that  these  were  going  way  too  far.   That's  what  I 
recall.   I  don't  recall  any  particular  strong  people  inside  HEW. 

Bonney:   Do  you  remember  the  names  of  these  people  who  were  saying  it's 
going  too  far? 

Kaplan:   No.   I  mean,  we  would  just  hear  indirectly  about  people. 

Bonney:   Okay.   In  our  first  interview,  you  talked  about  John  Wodatch 

coming  out  for  that  conference  in  '75  or  '76  and  that  you  thought 
that  was  sort  of  a  precursor  of  him  working  on  writing  the  504 
regs? 

Kaplan:   Yes. 

Bonney:   Tell  me  about  that.  What  went  on  there? 

Kaplan:   Well,  I  don't  really  know  what  you're  asking. 

Bonney:   I  mean,  did  John  Wodatch  just  go  back  to  Washington  and  write 
these  regs  up? 
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Kaplan:   They  had  written  the  proposed  regulations-- 
II 

Kaplan:   --draft  regulations  that  were  what  we  wanted  during  the  Ford 

administration.   John  and  the  people  who  worked  with  him.   I  guess 
internally  I  assumed  they  were  in  support  of  them,  but  they  were 
not  at  a  level  that  was  high  enough  to  be  engaged  in  some  of  the 
policy  debates.   It  was  the  assistant-secretary-level  people,  I 
think,  within  HEW,  where  I  don't  think  we  had  any  support.   So 
Califano  was  not  getting  any  advice  internally  in  favor  of  signing 
the  regulations  as  they  had  been  written. 

Bonney:   Now,  why  was  John  Wodatch  and- -I  think  Lisa  Walker  was  involved  in 
that  a  little  bit  and  there  were  others—why  were  they  so 
visionary  in  their  thinking  at  that  point  to  write  the  regs? 

Kaplan:   I  don't  know.   I  think  they're  a  pretty  decent  set  of  regulations, 
although  I  think  some  people  now  would  probably  have  written  them 
a  little  differently,  given  some  of  the  litigation  under  the  ADA 
[Americans  with  Disabilities  Act]  because  the  ADA  language  in  the 
statute  and  the  regulations  were  taken  from  Section  504.   I 
couldn't  say.   I  really  don't  know. 

Bonney:   How  would  people  change  504  wording  today? 

Kaplan:   No,  it's  the  ADA  language  that's  taken  from  Section  504.   It  would 
be  primarily  over  the  three-part  definition.   It's  really  too 
complex  for  most  judges  to  understand.   They  don't  get  it.   The 
HIV  case  that  was  heard  before  the  Supreme  Court  [Bragdon  v. 
Abbott]  yesterday  is  a  great  example  of  the  law  just  being  too 
complex  for  most  judges  to  at  all  understand  what's  behind  it. 

Bonney:   Can  you  explain  what  the  three-part  definition  is  and  why  it's  too 
complicated? 

Kaplan:   Well,  it's  a  definition  that  says  you're  covered  by  the  Act  if  you 
have  a  disability  which  significantly  impairs  one  or  more  major 
life  activities,  which  most  people  don't  have  a  problem  with, 
although  most  people  would  define  major  life  activities  more 
narrowly  than  the  courts  and  the  regulations  would.   But  then  it's 
also  if  you  have  a  history  of  such  an  impairment  or  if  you  are 
regarded  as  having  such  an  impairment.   It's  really  the  third 
prong  that  is  what  the  HIV  case  is  about,  although  their  lawyers 
are  trying  to  argue  that  they're  covered  by  the  first  prong,  which 
is  a  little  risky  because  they're  saying  that  a  person's 
reproductive  capabilities  are  impaired,  and  that's  just 
politically  not—it's  a  pretty  risky  thing. 
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The  problem  with  the  ADA  is  that  the  judges  tend  to  look 
upon  it  the  same  way  as  other  disability  law,  which  primarily 
focuses  around  entitlements  to  benefits,  and  they  cannot  really 
get  beyond  looking  at  the  ADA  as  some  sort  of  benefit  that  people 
are  either  entitled  to  or  not  because  of  the  nature  of  their 
disability. 

So  if  you  look  at  it  from  that  point  of  view,  being  regarded 
as  having  a  disability  by,  say,  an  employer  or  somebody  who 
operates  a  place  of  public  accommodation  just  doesn't  make  any 
sense  at  all.   It's  only  if  you're  looking  at  the  behavior  that  is 
alleged  to  be  discriminatory  that  that  third  prong  makes  sense, 
and  I  have  a  feeling  most  litigators  just  are  not  able  to  explain 
that  very  well.   I  think  a  lot  of  ADA  litigators  don't  really  get 
it,  either.   It  makes  perfect  sense  to  those  of  us  in  the 
movement,  but  our  thinking  is  not  really  the  same  as  most  people 
who  aren't  exposed  to  disability. 

Bonney:   Do  you  have  ideas  on  how  the  language  should  be  changed? 

Kaplan:   Well,  no,  I  don't.   There  are  other  people  who  have  some  ideas, 

but  they  would  never  really  say  it  publicly  because  they  wouldn't 
want  to  invite  any  amendments  to  the  ADA  because  once  Congress 
would  open  it  up  to  amendment,  there  would  be  no  control  over  what 
they  might  do.   So,  while  people  might  have  their  own  ideas  about 
how  it  might  be  written  better,  they're  not  at  all  interested  in 
having  Congress  revise  it.   And  so  those  discussions  really  don't 
go  very  far,  because  there's  no  point. 

I  don't  really  know.  I  haven't  thought  about  it  that  much. 
I  think  I  know  what  the  problem  is,  but  I  haven't  really  come  up 
with  what  I  think  would  make  sense. 

Bonney:   Okay.   Let's  go  back,  then,  to  the  504  sit-in  in  San  Francisco. 
Were  you  there  just  for  one  day?  Or  did  you  stay  for  a  while? 

Kaplan:   No,  we  didn't  sleep  over.   We  just  went  in  for  the  day  of  hearing. 
We  were  mostly  visiting  my  parents. 

Bonney:   Why  do  you  think  it  was  so  successful?  Why  were  people  so 

accepting  of  the  sit-in  in  San  Francisco?  What  was  the  difference 
between  that  and  Washington  or  even  L.A.  [Los  Angeles]? 

Kaplan:   I  think  it's  just  San  Francisco.   I  think  it's  because  of  GIL  and 
the  impact  of  the  independent  living  movement  in  people ' s  thinking 
about  disability.   People  in  San  Francisco--it  was  a  pretty 
liberal  political  establishment,  and  they  really  didn't  have  a 
problem  understanding  that  this  was  about  civil  rights  and  that 
people  needed  to  be  supported.  And  the  disability  movement  in  the 
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Bay  Area  had  established  a  lot  of  friendships  with  other  groups. 
Like,  it  was  the  Black  Panthers  who  were  providing  food.   San 
Francisco  at  that  time  was,  I  think,  just  the  right  kind  of 
political  environment  to  be  supporting  something  like  this.   So  I 
think  it  was  a  combination  of  things:  the  success  of  the  movement 
but  also  Moscone  was  the  mayor.   It  was  a  pretty  different  time. 

Bonney:   What  about  the  people  who  were  in  charge  of  the  sit-in  in  San 

Francisco?  Do  you  think  they  were  a  big  reason  it  was  a  success? 

Kaplan:   Well,  it  was  very  tightly  organized,  and  some  of  the  leaders  just 
really  understood  how  you  motivate  people  and  keep  people  involved 
in  a  grass-roots  effort.  And  they  created  a  real  strong  sense  of 
community  inside  the  building. 

Bonney:   Was  there  dissention  between  the  disabled  groups  on  the  West  Coast 
versus  the  East  Coast?   I  know  that  ACCD  and  Frank  Bowe  were 
involved  a  lot  on  the  East  Coast,  trying  to  make  it  happen,  get  it 
signed. 

Kaplan:   Yes. 

Bonney:   Was  everybody  in  agreement  on  how  it  was  going  to  go  or  what  was 
going  to  happen,  and  when? 

Kaplan:   There's  always  tension  between  Washington  insiders,  who,  I  think, 
by  nature  of  the  roles  that  they  play  and  the  relationships  that 
they  have  in  Washington,  are  usually  much  more  ready  to 
compromise.   They  are  the  ones  who  have  tremendous  pressure  to 
come  up  with  compromises.   That's  how  politics  works  in 
Washington.   And  it's  the  outside  groups  who  keep  the  insiders  in 
Washington  from  compromising  too  far.   That's  the  dynamic  that 
goes  on,  not  just  in  the  disability  movement  but  in  lots  of 
movements.   It's  just  the  nature  of  the  relationships  and  the 
different  roles  that  people  play  inside  and  outside. 

That  was  played  out  to  some  extent,  then  there  was  distrust 
of  what  Frank  was  doing,  and  Frank  feeling  under  tremendous 
pressure  to  make  something  positive  happen.   You  know,  a 
compromise  is  either  a  stroke  of  genius  or  a  horrible  sell-out, 
just  depending  on  how  it's  viewed  by  people.  And  you  don't  know 
until  after  the  fact,  sometimes,  how  it's  going  to  be  regarded. 

Bonney:   So  did  Frank  Bowe  and  ACCD  want  to  compromise  in  this  position? 

Kaplan:   To  some  extent,  yes.   They  were  more  willing  to  entertain  some 
modifications  to  the  regs,  and  the  outsiders  were  saying,  No 
changes  whatsoever,  period.   I  couldn't  say  what  particular 
changes  they  would  be  talking  about. 
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So  how  is  it  that  the  San  Francisco  group  was  successful? 

Well,  I  think  to  some  extent  that  was  a  major  reason  why  they  came 
to  Washington,  was  because  they  were  worried  that  compromises 
might  be  put  in  place.   They  just  were  willing  to  play  hardball. 

All  or  nothing. 

Right.  And  candlelight  vigils  outside  Calif ano's  house.   They 
knew  how  to  use  the  media.  And  they  did  a  pretty  good  campaign. 

How  did  you  find  out  when  the  regs  were  signed? 
I  don't  remember.   I  don't  remember. 

Because  Hale  Zukas  tells  the  story  that  he  was  sleeping  at  Half's 
place  and  that  you  called  and  said  the  regs  had  been  signed,  and 
Ralf  was  just  hoisting  Hale  up  into  his  wheelchair  [laughing]  when 
the  news  came. 

Well,  I  remember  Hale  staying  at  our  place,  and  Ralf  was  serving 
as  his  attendant.   It  was  just  crazy.   It  was  so  crazy.   Ralf 
would  go  in  there  behind  this  door,  and  it  sounded  like  there  was 
a  fight  going  on  [laughing] .   Lots  of  noises  and  banging  and 
thudding.   And  then  Hale  would  come  out. 

After  the  regs  were  signed,  what  was  the  atmosphere  like  in 
Washington? 

Everybody  was  real  happy  and  festive. 

Was  there  a  large  group  of  disabled  people  in  Washington  at  that 
point  who  were  working  on  these  kinds  of  issues? 


Yes. 

Was  government  sort  of  receptive? 
the  times? 


What  was  sort  of  the  milieu  of 


Well,  it  was  very  different  from  what  it  is  now.   There  were  fewer 
full-time  disability  rights  activists  from  a  handful  of 
organizations,  but  everybody  was  involved  in  the  504  regulation 
process.   There  weren't  that  many  people  inside  government  who 
were  that  supportive.   There  were  some,  but  they  were  at  lower 
levels  than  what  you  see  these  days.   But,  you  know,  there  was  a 
group  of  Washington  people  and  then  at  that  time,  there  were  the 
California  folks  as  well. 


Bonney:   Now,  did  a  group  of  people  with  disabilities  work  with  the  regs? 
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Oh,  yes.   Oh,  yes. 

What  went  on  after  they  were  signed? 

Well,  they  had  to- -well,  then  HEW  decided  that  they  would  have  50A 
training  contracts  around  the  country,  and  a  lot  of  energy  went 
into  the  504  regional  training  grants.   DREDF  had  one,  and  Public 
Interest  Law  Center  of  Philadelphia  [PILCOP]  had  one,  and  I  worked 
on  that  one.   The  major  effort  was  in  getting  information  out  to 
people  about  what  the  regulations  were  and  how  they  would  be  able 
to  use  them  to  file  complaints  and  make  compliance  happen. 


So  what  would  a  typical  training  be? 


The 


Well,  they  were  different,  depending  on  who  was  doing  them. 
PILCOP  one,  we  would  spend  a  lot  of  time  going  over  the 
regulations,  and  then  we  did  role  plays,  showing  people  how  to 
negotiate  with  government  officials,  and  going  over  effective 
strategies  for  negotiating  changes  and  compliance  with  the  laws, 
and  going  over  what  the  complaint  process  was,  how  you  filed 
complaints.   There  was  a  lot  of  material  to  cover  because  the 
regulations  are  very  lengthy,  and  a  lot  of  it  was  very  new 
concepts  for  people. 

Now,  you  were  training  sort  of  the  basic  citizen  with  a 
disability. 

People  with  disabilities,  yes. 

On  these  issues. 

Yes. 

Across  the  country. 

Well,  they  were  regional  training  programs.   I  was  in  the 
Northeast. 

Were  they  one-day  trainings  or--? 

They  were  two  days  or  three  days.   I  don't  recall.   They  were 
pretty  long.   Then  DREDF  had  theirs  also.   There  was  somebody  else 
who  had  the  third  contract.   The  Disability  Rights  Center  and 
Barrier  Free  Environments  in  North  Carolina,  Ron  Mace's  group,  put 
together  a  proposal  for  the  Southeast  that  never  was  funded 
because  we  got  our  proposal  in  two  minutes  late. 


Bonney:   Oh!   What  happened? 
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Kaplan:   The  copy  machine  broke  down. 
Bonney:   Literally. 

Kaplan:   Yes,  and  we  were  doing  everything  at  the  last  minute.   We  ran  to 
get  it  in,  and  we  were  two  minutes  late,  and  they  wouldn't  accept 
it.   So  the  Southeast  didn't  happen. 

Bonney:   Ever? 

Kaplan:   It  eventually  did,  but  it  was  a  few  years. 

Bonney:   What  do  you  think  was  the  long-term  effect  of  these  training 
sessions? 

Kaplan:   I  think  it  created  a  lot  of  disability  leaders,  and  a  lot  of  new 
people  got  into  the  disability  movement  and  had  a  tool  to  use.   I 
think  it  created  a  lot  of  activism  and  energy  and  new  coalitions 
and  new  organizations. 

Bonney:   Was  this  the  first  time  that  people  with  disabilities  were 
training  other  people  with  disabilities? 

Kaplan:   I  don't  know  if  it  was  the  first  time,  but  it  was  a  significant 
new  model. 

Bonney:   I  wondered  if  it  had  happened  with  other  groups  before. 
Kaplan:   Not  on  such  a  large  scale,  I  don't  think. 
Bonney:   I  think  it  was  very  unique. 

Kaplan:   Yes,  yes.   And,  you  know,  we  were  all  young  and  energetic.   There 
were  lots  of  people  interested  in  getting  involved  in  the 
movement,  so  I  think  that's  probably  why  there  are  so  many 
independent  living  centers  now,  and  that  was  when  a  lot  of  stuff 
really  started  moving  from  just,  you  know,  small  groups  of  people 
here  and  there  to  a  more  nationwide  movement. 

Bonney:   Was  this  when  the  recognition  really  went  across  the  country  that 
disability  is  a  civil  rights  issue? 

Kaplan:   That  was  the  beginning  of  it,  yes.   It  was  the  first  real  civil 

rights  law  that  people  could  use  to  make  change  happen.   Up  until 
then  there  was  nothing. 

Bonney:   How  did  people  use  the  law  to  their  benefit?   Do  you  know? 
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Well,  recipients  of  federal  funds  had  to  do  504  plans, 
implementation  plans;  they  had  to  do  compliance  reviews.   I  think 
a  lot  of  people  with  disabilities  got  involved  with  different 
grantees  in  making  those  happen  or  in  badgering  them  to  do  them. 
And  then  I  think  a  lot  of  people  got  involved  helping  different 
entities  figure  out  how  to  comply  if  they  were  interested.   And 
then  other  people  started  using  the  law  to  file  complaints. 


Sort  of  forced  it  to  become  a  strong  law? 
languish? 


Something  that  didn't 


Yes.   No,  there  were  specific  parts  of  the  regulations  that  were 
designed  to  really  make  sure  that  it  didn't  just  languish.   There 
were  specific  things  that  covered  entities  had  to  do  in  order  to 
comply.   It  wasn't  just  have  a  set  of  regulations,  but  they  had  to 
do  internal  reviews  to  see  whether  their  facilities  were 
accessible,  and  they  had  to  come  up  with  plans  to  make  things 
accessible.   And  so  there  was  a  lot  there  that  people  could  sink 
their  teeth  into. 

Now,  why  was  504  important  toward  the  eventual  passage  of  the  ADA? 

I  think  504  laid  a  lot  of  the  groundwork  in  creating  leadership, 
giving  people  an  idea  of  what  a  civil  rights  law  would  be  all 
about  if  it  were  more  broadly  put  in  place.   It  gave  people  some 
experience  in  what  made  sense,  what  didn't  make  sense,  how 
compliance  works  and  really  provided  the  language,  a  lot  of  which 
just  went  straight  into  the  ADA. 

Were  the  players  different  in  getting  the  ADA? 

Yes,  much  more  broad.   Yes,  much  more  broad.   By  then  there  was  a 
much  stronger  coalition  of  advocacy  groups  in  Washington  and 
around  the  country.   Passing  the  ADA  was  a  real  lobbying  effort 
that  brought  together  every  part  of  the  disability  movement:  blind 
groups,  deaf  groups,  people  with  AIDS,  independent  living  centers, 
ADAPT  [American  Disabled  for  Attendant  Programs  Today,  now  known 
as  American  Disabled  for  Accessible  Public  Transit] ,  everybody 
unified.   There  was  a  huge  organizing  effort  in  Washington,  with 
coalition  meetings  every  week  or  two  to  keep  things  on  track, 
divvy  up  responsibilities,  and  whenever  there  were  important 
hearings,  bring  in  lots  and  lots  of  people  from  all  over  the 
country  to  lobby  and  testify  at  hearings.   So  it  was  a  huge  effort 
to  get  the  ADA  passed. 

Who  were  members  of  that  coalition? 

DREDF,  most  of  the  CCD  [Consortium  of  Citizens  with  Disabilities] 
members  in  Washington,  D.C.,  NCIL  [National  Council  for 
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Independent  Living],  a  lot  of  the  standard  players.   CCD  is  a 
coalition  of  over  a  hundred  different  groups,  and  a  lot  of  the  CCD 
members  were  very  involved.   Pat  Wright  from  DREDF  played  a  key 
role,  Judy  [Heumann]  played  a  key  role,  Ed  [Roberts]  played  a  key 
role.   Becky  Ogle  really  came  to  the  forefront  as  a  Washington 
leader  at  that  time.   Liz  Savage  was  involved  before  she  went  into 
the  Department  of  Justice.  And  then  some  of  the  standard  groups 
in  Washington:  the  American  Council  of  the  Blind,  the  National 
Association  of  the  Deaf.   I  don't  know  if  Self-Help  for  Hard-of- 
Hearing  was  very  strong.   United  Cerebral  Palsy  Association  was 
very  strong.   It  was  just  a  lot  of  different  groups. 


There  was  support  for  the  ADA  sort  of  across  the  board? 
no  infighting? 


There  was 


The  ADA  was  crafted  so  that  there  would  be  something  in  it  for 
everybody.   The  most  flagrant  attempt  to  try  to  pull  that 
coalition  apart  was  when  Congress  tried  to  keep  people  with  AIDS 
out  of  coverage  of  the  Act,  and  the  coalition  refused  to  go  along 
with  that. 

Why  did  they  think  that  was  important,  to  include  HIV? 

Because  they're  an  important  constituency  politically  and  because 
people  with  HIV  and  AIDS  face  the  same  kind  of  discrimination  that 
everybody  else  with  a  disability  does.   But  I  think  there's  a 
natural  empathy  between  people  with  disabilities  and  the  gay 
community  as  well  because  the  nature  of  the  discrimination  is  very 
similar.  A  lot  of  the  experiences  people  have,  being  isolated  and 
alienated  from  their  own  families,  is  very  similar,  and  a  lot  of 
the  social  treatment  is  similar,  although  for  different  reasons. 
And  so  when  it  comes  together,  there's  a  natural  affinity.   And  at 
that  time,  the  HIV /AIDS  movement  really  was  predominantly  gay 
males.   And  so  that  coalition  came  through  the  ADA  lobbying  effort 
fairly  strong. 

When  504  was  being  discussed  and  looked  at,  drug  addicts  and 
people  with  alcohol  addictions  were  included. 

Right . 

But  there  was  controversy  for  that  group,  wasn't  there? 

Yes,  and  eventually  the  law  was  changed  to  make  it  clear  that 
anybody  with  a  current  condition  is  not  covered.  What  was  the 
question?  There's  no  real—the  people  who  represent  folks  with 
those  conditions  are  primarily  providers.   It  isn't  a  consumer 
base. 
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Bonney:   Okay.   So  eventually  people  with  drug  and  alcohol  addictions  were 
taken  out  of  the  law? 

Kaplan:   If  you've  got  a  current  addiction,  you're  not  protected  by  the 
ADA.   But  if  you  have  a  history,  you  are- -so  long  as  you're  not 
currently--!  believe—currently  affected  by  the  problem. 

Bonney:   How  did  it  come  about  that  that  change  was  made? 

Kaplan:   It  was  political. 

Bonney:   Was  it  the  groups  themselves  that  decided  to  make  that-- 

Kaplan:   No.   Oh,  no!   No,  it  was  Congress.   It  was  Republicans  in  Congress 
who  puts  lots  of  pressure.  And  I  think  that  happened  during  the 
Reagan  administration. 

Bonney :   Okay . 

Kaplan:   No,  that  was  political.   People  eventually  in  the  disability 

community  decided  not  to  fight  it  whole-heartedly  because  they 
weren't  going  to  win  and  there's  no  real  strong  affinity 
politically  to  try  to  defend  or  keep  together  there. 

Bonney:   Tell  me  what  Pat  Wright's  role  was  in  getting  ADA  passed. 

Kaplan:   Pat  really  headed  up  the  coalition  and  was  the  primary  tactician 
around  lobbying,  and  did  a  lot  of  lobbying  herself. 

Bonney:   And  what  was  Judy's  role? 

Kaplan:   Judy  played  a  similar  role  in  terms  of  organizing  the  grass-roots 
from  California,  and  did  a  lot  of  lobbying.   Judy  did  a  lot  of  the 
grass-roots,  bringing  people  in,  figuring  out  who  would  make  good 
witnesses.   Pat  did  more  a  Washington  insider  sort  of  job. 

Bonney:   And  what  did  Ed  do? 

Kaplan:   Ed  would  come  and  testify  and  do  lobbying  and  was  very,  very 
effective  at  getting  people's  attention.   [tape  interruption] 


Participation  on  Board  of  American  Coalition  of  Citizens  with 
Disabilities 


Bonney:   Debby,  when  you  went  to  Washington  in  '76  and  established  the 

Disability  Rights  Center,  I'm  curious  as  to  why  Ralph  Nader  was 
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interested  in  disability  as  an  area  that  his  organization  would 
focus  on. 

Well,  I  think  for  two  reasons.   First  of  all,  Nader  would  support 
a  very  eclectic,  diverse  range  of  different  groups.   Part  of  it 
was  that  if  he  felt  like  there  was  somebody  who  had  strong 
leadership  potential  and  he  wanted  to  get  them  going  in  the  public 
interest  movement—he  started  a  pension  rights  reform  group  that 
still  exists,  and  a  lot  of  other  different  groups:  environmental-- 
I  mean,  Nader  has  a  very  broad  range  of  interests. 

Ralph  Nader  at  that  time  got  a  huge  amount  of  mail  from 
ordinary  people,  and  there  was  always  sort  of  a  steady  number  of 
letters  from  people  with  disabilities  who  were  complaining  either 
about  getting  ripped  off  as  consumers  or  complaining  about  lack  of 
access  and  discrimination.   And  so  he  was  aware  of  some  of  the 
issues  and  problems  just  from  letters  that  he  had  received.   And  a 
smart  enough  person  to  understand  that  there  was  something  there. 

And  then  I  had  a  longstanding  relationship  with  Ralf 
Hotchkiss,  who  worked  at  the  Center  for  Auto  Safety  and  got  to 
know  Ralph  Nader  very  well.   Ralf  Hotchkiss  worked  for  Ralph  Nader 
for  many  years  and  had  a  close  relationship.  And  so  when  he  came 
to  Nader  and  said,  you  know,  "I  really  think  you  should  support 
this,"  that  carried  a  fair  amount  of  weight  also. 

Is  the  Disability  Rights  Center  still  in  existence? 
No. 


Did  it  go  away  when  you  left? 


No.   When  I  left,  we  hired  a  couple  of  guys  who  were  retired  civil 
service  people.   That  didn't  last  very  long.   And  then  Evan  Kemp 
took  it  over  and  was  the  executive  director  of  the  Disability 
Rights  Center  for  a  couple  of  years,  before  he  went  to  the  EEOC 
[Equal  Employment  Opportunity  Commission] .  And  then  it  really 
sort  of  lapsed. 

At  some  point  in  this  period  of  your  life  in  Washington,  you 
became  a  board  member  of  ACCD. 

Yes. 

When  was  that?  Do  you  remember? 

A  couple  of  years.  Maybe  "78,  '79,  something  like  that. 

And  you  were  a  member  of  the  board,  is  t.hat  right? 
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Right . 

Are  you  a  founding  member? 

No.   ACCD  existed  when  I  came  onto  the  board.   It  existed  when  I 
came  to  Washington.   It  was  just  getting  started  then. 

What  is  ACCD? 

ACCD  was  a  coalition  of  disability  organizations  and  individuals. 
The  goal  was  to  have  a  state-based  coalition  in  every  state.   And 
for  a  while  there,  there  were  state-based  coalitions  in  many 
states  that  were  affiliated  with  ACCD.   But  the  goal  was  really  to 
create  a  cross-disability  coalition  that  would  have  a  lot  of 
political  clout. 


And  a  cross-disability  focus, 
that  time? 


Was  that  kind  of  a  new  thought  at 


Yes.   Up  until  that  time,  there  had  been  primarily  disability- 
specific  organizations,  and  people  felt  that  so  long  as  that 
continued,  people  would  have  a  lot  less  political  clout  and  less 
ability  to  work  on  common  issues,  common  problems.   The  whole 
point  was  to  really  create  a  much  stronger  political  base. 

What  was  your  role  on  the  board?  What  did  you  do? 

I  went  to  the  meetings.   I  was  part  of  ACCD  when  Frank  Bowe  was 
executive  director.   The  organization  shifted  during  that  time 
from  a  sort  of  a  grass-roots  lobbying  group  that  was  mostly 
getting  by  on  volunteer  money,  to  a  group  that  began  to  get  a  lot 
more  federal  money  and  did  a  lot  more  direct  work  itself.   I  think 
during  that  time  many  of  us  began  to  be  very  leery  of  ACCD  taking 
on  that  kind  of  role  of  directly  running  projects  itself,  as 
opposed  to  organizing  statewide  coalitions  and  playing  a  more 
political  role. 

But  we  really  also  didn't  have  much  ability  to  raise  money 
to  support  those  activities,  aside  from  the  grants  that  Frank  was 
very  able  to  bring  in.   But  there  was  a  real  schism  within  the 
organization  over  that.   Eventually  Frank  Bowe  was  fired  by  the 
board,  primarily  over  that  issue,  although  there  were  some  strong 
personality  problems  also.   Frank  is  not  the  kind  of  person  that 
works  well  with  a  board  overseeing  him.   And  he  felt  that  we  were 
just  completely  oblivious  to  the  realities  of  running  an 
organization  and  having  an  income  stream.   I'm  sure  he  was  right. 
But  he  was  not  able  to  really  work  effectively  with  the  board. 
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While  I  was  on  the  board,  we  had  several  annual  conferences 
that  were  attended  by  people  from  coalitions  all  over  the  country, 
but  that  really  waned  after  a  while.   It  couldn't  hold  itself 
together. 

II 

Bonney:   Is  ACCD  still  in  existence? 
Kaplan:   No. 

Bonney:   Did  it  become  something  else? 
Kaplan:   Not  to  my  knowledge. 
Bonney:   It  just  died  at  some  point? 

Kaplan:   Yes.   After  Frank  left,  Reese  Robrahn,  who  had  been  at  the 

American  Council  of  the  Blind,  became  the  executive  director,  and 
he  really  was  not  a  good  fit  and  eventually  left  and  went  back  to 
the  Midwest,  where  he  was  from.   And  that  really  sort  of  was  the 
end  of  the  organization.   The  reality  was  that  without  the  federal 
grants,  the  organization  didn't  have  any  funding  base. 

Bonney:   Did  ACCD  play  a  role,  then,  in  getting  the  504  regs? 

Kaplan:   Yes.   It  was  a  very  strong  presence.   It  was  the  ACCD  board  that 
actually  called  for  the  sit-ins.   The  idea  was  to  have  them  all 
over  the  country.   ACCD  was  very  involved  in  the  advocacy  during 
the  sit-ins  and  in  a  lot  of  the  work  after  the  regs  were  signed. 
They  might  have  had  a  504  contract  from  the  federal  government.   I 
can't  precisely  remember. 

Bonney:   Since  it  was  a  newly  developed  coalition  of  people  with 

disabilities,  were  there  internal  issues  around  that?  I  mean,  was 
everybody  in  agreement  on  what  course  of  action  people  should  take 
or  the  group  should  take? 

Kaplan:   There  was  always  friction  over  what  should  be  the  core  agenda. 
You  know,  for  people  with  physical  disabilities,  access  to 
transportation  was  a  very  big  issue;  but  people  who  were  deaf 
didn't  think  that  was  a  very  high  priority.   It's  a  very  difficult 
coalition  to  keep  together.  Aside  from  that,  it  was  very 
difficult  to  organize  statewide  coalitions  and  have  relationships 
between  the  state  organizations  and  the  federal  organization. 
There  was  always  tension  about  where  the  money  should  go,  should 
the  state  organizations  pay  money  to  the  federal,  what  does  the 
federal  do  with  it?  A  lot  of  classic  national  organization  sort 
of  pressures  and  politics. 
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Bonney:   How  did  they  work  through  the  issues?   Say,  the  issue  of  people 
with  physical  disabilities  wanting  transportation  as  a  priority 
and  deaf  not.   How  did  they  decide  whether  or  not  that  was  going 
to  be  a  priority? 

Kaplan:   I  don't  know.  We'd  talk  and  talk  it  to  death  until  everybody  got 
sick  of  it.   I  don't  really  remember.   I  don't  know  if  there  was  a 
real  effective  way  of  resolving  that.   I  think  what  happened  was 
different  groups  would  not  be  very  satisfied  with  how  things  were 
going  and  eventually  sort  of  drop  away. 

Bonney:   Were  the  state  organizations  pretty  powerful? 

Kaplan:   Some  were.   In  some  states,  like  Colorado,  I  remember,  and  Ohio 
and  a  few  others,  Massachusetts,  there  were  very  strong  state 
coalitions.   And  in  other  states  there  was  nothing  going  on. 

Bonney:   Did  the  state  coalitions  develop  into  anything? 

Kaplan:   Some  of  them,  I  think,  still  exist.  As  coordinating  bodies  and 
ways  for  people  to  get  together  and  have  a  united  front  at  the 
state  level.   But,  I  mean,  for  the  most  part,  those  sorts  of 
coalitions  are  just  very  difficult  to  hold  together.   Independent 
living  centers  really  have  different  needs  from  other  disability 
organizations.   And  it's  difficult  enough  just  to  get  a  statewide 
coalition  of  ILCs.   I  think  people  have  more  energy  for  their  own 
issues  than  they  do  for  cross-disability  work.   Except  in 
Washington,  where  the  CCD  operates  very  well  because  there 
everybody  just  does  one  thing,  which  is  try  and  influence 
government  and  so  there's  a  focus  to  the  activity.   But  at  the 
state  level,  it's  very  diffuse. 


Marriage  to  Ralf  Hotchkiss.  1977;  Adoption  of  Desmond.  1986 


Bonney:   Tell  me  about  your  marriage  to  Ralf.   That  happened  in  1977? 
Kaplan:   Right.   We  were  married  in  September,  in  Washington,  D.C. 
Bonney:   When  did  you  meet? 

Kaplan:   It  was  at  a  conference  at  the  Claremont  Hotel  in  1975  on  state-of- 
the-art  of  independent  living.   Ralf  was  doing  presentations  about 
wheelchairs,  and  I  was  doing  presentations  about  legal  rights.   I 
had  corresponded  with  Ralf  because  I  was  taking  a  class  in 
consumer  protection  and  did  a  project  on  consumer  protection 
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rights  of  wheelchair  riders,  which  my  professor  thought  was  a 
trite  topic. 

Bonney:   [chuckling]   Overdone? 

Kaplan:   No.   She  said  it  "sounds  like  somebody's  pet  peeve,"  was  the 
comment  she  wrote  on  the  paper  we  were  proposing  to  do  this 
project.   Really  enlightened  approach.   But  we  wrote  the  paper, 
and  I  got  information  from  Ralf  about  what  he  was  doing.   So  we 
had  corresponded  and  talked  on  the  phone.   Then  when  I  met  him  I 
thought  he  was  very  cute. 

So  we  became  friends,  and  he  helped  me  get  my  job.   When  I 
moved  to  Washington,  we  were  very  good  friends,  but  he  was  living 
with  another  woman.  When  they  broke  up,  we  got  interested  in  each 
other  and  lived  together  for  a  few  months,  but  really  got  married 
fairly  quickly.   We  were  together  for  five  or  six  months  and  then 
got  married. 

Bonney:  That  is  quick!   [chuckling] 

Kaplan:  Maybe  too  quick,  but  I  don't  know,  we  lasted  for  nineteen  years. 

Bonney:  Now,  are  you  divorced  from  Ralf  now? 

Kaplan:  No.  We're  separated,  and  a  divorce  is  about  to  be  filed. 

Bonney:  How  do  you  feel  about  that? 

Kaplan:   Oh,  I'm  fine.   It's  a  good  idea.  We  have  a  good  friendship  still. 
I  really  support  the  work  that  he  does,  and  we're  doing  fairly 
well  at  communicating  together  about  our  son,  who  is  going  through 
a  spot  of  trouble.   That'll  bring  you  together! 

Bonney:   Now,  your  son  is? 

Kaplan:   Desmond  Hotchkiss.   He's  twelve  years  old,  in  sixth  grade. 

Bonney:   Now,  how  did  you  get  Desmond? 

Kaplan:   We  had  been  trying  to  get  pregnant,  and  that  wasn't  working,  and  I 
was  always  more  interested  in  adoption  anyhow  because  pregnancy 
and  labor  never  appealed  to  me  much.   For  a  long  time,  I  was 
involved  in  the  National  Conference  on  Women  and  the  Law.   I  got 
involved  in  that,  I  think--!  think  it  was  while  I  was  here, 
working  for  DREDF.   That's  right.   DREDF  asked  me  if  I  would 
represent  them.  And  I  wound  up  on  the  board  of  the  National 
Conference  on  Women  and  the  Law  for  a  few  years  and  from  that 
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developed  strong  friendships  with  several  women  in  the  San 
Francisco  area.   We  started  a  reproductive  rights  study  group. 

One  of  the  women  in  that  group  is  a  woman  named  Sherry  Pies, 
who  wrote  a  book  many  years  ago  on  reproductive  options  for 
lesbians  and  parenting  for  lesbians,  who  I  had  gotten  to  know 
pretty  well.   She  was  a  member  of  the  group.   And  who  was  also 
very  supportive  of  disability  rights  and  reproductive  rights.   She 
came  to  one  of  our  meetings  saying  was  anybody  interested  in  a 
baby  because  she  had  been  contacted  by  a  young  woman  who  was 
pregnant,  who  was  looking  for  birth  parents  but  hadn't  apparently 
understood  what  Sherry's  connections  were.   Because  she  wasn't 
interested  in  two  moms.   She  was  interested  in  a  mom  and  a  dad. 
And  so  Sherry  asked  whether  anybody  was  interested,  and  I  said, 
"Well,  yeah,  we  might  be  interested." 

And  so  we  were  given  Claire—Desmond' s  birth  mother's  name-- 
and  contacted  her  by  phone,  and  then  exchanged  letters  and 
pictures,  and  she  decided  that  she  would  go  with  us.   So  she  flew 
out  to  California  some  six  or  seven  months  pregnant,  stayed  with 
some  friends  of  ours,  who  we  know  through  our  church,  while  she 
was  expecting,  and  I  helped  her  getting  access  to  her  health  care, 
going  on  visits  with  her.   Went  with  her  when  she  got  the 
sonogram,  and  we  discovered  that  she  was  going  to  have  a  boy. 

We  were  going  to  be  there  for  the  labor,  but  we  were  out 
having  dinner  at  a  Japanese  restaurant.   A  very,  very  close  friend 
of  ours,  who  also  went  to  our  church,  drove  Claire  to  the  hospital 
and  was  there  while  she  gave  birth.   She  gave  birth  in,  like, 
three  hours.   Really  fast.   So  we  got  there  right  after  Des  was 
born.   He  spent  the  night  with  her,  the  first  night  in  the 
hospital,  and  then  came  home  with  us  the  next  day.   She  stayed  in 
the  Bay  Area  just  for  one  or  two  more  days  and  then  went  back  to 
New  York. 

Has  he  ever  seen  her  or  met  her? 

No.  But  he  knows  about  her.  She  actually  lives  in  San  Francisco 
now  and  has  three  or  four  other  children.  Four  other  children,  I 
think.  That's  hard  for  him.  It's  hard. 

Are  they  living  with  her? 

Yes. 

Does  he  want  to  go  live  with  her  or  meet  her? 

He's  not  interested  in  meeting  her.   He's  very  angry  at  her.   Poor 
kid.   He's  got  the  adoption  to  deal  with.   He's  got  two  white 
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disabled  parents  [chuckling].   He's  mixed  race, 
just  really  unfair  [chuckling] . 


And  his  life  is 


Bonney:   His  birth  mother,  then,  evidently  the  issue  of  disabled  parents 
was  not  a  problem  for  her? 

Kaplan:   No.   She,  I  think,  had  gone  to  school  with  kids  with  disabilities 
because  integration  of  kids  with  disabilities  was  happening  when 
she  was  a  kid.   She  was  a  concert  violinist  and  had  done  some 
workshops  with  Itzhak  Perlman,  and  so  she  had  some  very  positive 
images  of  people  with  disability.  What  was  it?   She  said  she 
thought  we  were  very  clever.   She  has  a  British  accent. 
[Imitating]:  "How  clevah."  Really,  it  wasn't  an  issue  for  her. 
It  wasn't  a  problem. 

Bonney:   But  it's  a  problem  for  Desmond  now  that  he's  sort  of  recognizing 
life  [chuckling]? 

Kaplan:   Oh,  you  know,  we're  just  too  bizarre,  too  strange,  [chuckling]  I 

was  talking  with  a  good  friend  from  church  who  is  a  lesbian  couple 
who  are  divorced,  and  their  son  is  Desmond's  age,  and  he's  also 
mixed  race.   She  was  talking  with  them  on  Sunday  morning  and  going 
on  and  on  about  how  life  is  just  so  unfair,  you  know,  and  how  if 
you  had  your  druthers  you'd  probably  would  like  to  have,  you  know, 
a  mom  and  a  dad  and  they'd  both  be  not  disabled,  and  you'd  like  a 
dad  who  was  real  macho  and  who  was  driving  around  in  a  pickup 
truck  with  a  gun  rack.   They're  both  going,  "Hmm!   Yeah!   How'd 
she  know?"   [laughing]   It  was  pretty  funny.   She  had  them  all 
figured  out  [laughing].   So  as  far  as  they're  concerned,  they  just 
stick  out  like  anything  because  their  parents  are  just  so  odd. 
They  just  want  to  be  just  like  everybody  else. 

Bonney:   Yes,  yes.   How  did  having  a  baby  change  your  life  as  a  disabled 
person? 

Kaplan:   Well,  we  were  so  naive  and  oblivious  to  a  lot  of  stuff.   Now  it's 
all  sort  of  coming  home  to  roost,  and  I'm  sure  we'll  get  through 
it  fine.  We  really  didn't  think  it  would  have  much  impact  on 
Desmond.   Ha-ha-ha-ha-ha.  My  philosophy  was,  well,  he's 
different,  we're  different,  what's  the  big  deal?   [chuckling]   I 
wasn't  thinking  about  how  twelve-year-olds  feel  about  difference. 

But  back  then,  I  think  it  was  very  useful  to  be  married  to 
Ralf.   He  just  loves  to  solve  problems,  and  so  he  was  constantly 
figuring  out  the  logistics  of  handling  a  baby.   He  would  always 
keep  Desmond  in  overalls  because  he  would  pick  him  up  by  the  front 
of  his  overalls  [chuckling]  and  just  sort  of  lift  him  up 
[chuckling].   Desmond  spent  a  lot  of  time  in  Half's  lap.   That  was 
his  place.   Inside,  Ralf  would  wear  a  sweater-vest,  which  could 
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stretch,  and  so  he  would  just  put  him  inside  the  sweater-vest  and 
button  it  up,  and  then  Desmond  was  very  secure,  in  there  like  a 
little  kangaroo  pouch. 

I  don't  know.   We  didn't  get  a  lot  of  sleep  in  the 
beginning.   One  commonality,  I  think,  amongst  a  lot  of  parents 
with  disabilities  is  you  keep  the  kid  in  bed  with  you  because  who 
wants  to  get  up  in  the  middle  of  the  night?  That's  more 
difficult.   So  we  had  this  big  king  waterbed,  and  Desmond  would 
sleep  in  the  middle. 

Ralf  would  pre-measure  bottles  with  water  and  then  had  these 
premeasured--he  had  these  little  prescription  bottles?  And  just 
the  right  amount  of  formula  would  fit  in  one  of  those  bottles,  and 
the  neck  of  the  bottle  was  a  little  bit  smaller  diameter  than  the 
baby  bottle,  and  so  you  didn't  really  even  have  to  open  your  eyes 
very  much  [laughing],  although  you  had  to  watch  what  you  did.   I 
think  he  wound  up  getting  doused  by  milk  a  couple  of  times  because 
he  wasn't  quite  fully  cognizant  of  what  he  was  doing.   He  would 
just  take  the  formula  and  throw  it  in  the  water  and  shake  it  up 
and  put  it  in  Desmond's  mouth  [laughing]. 

I  don't  know.   I'm  sure  we  did  things  differently  than  most 
parents  did,  but  it  worked. 

Were  you  in  a  wheelchair  then,  or  were  you  still  walking? 

I  had  a  chair  that  I  used  when  I  went  out.   In  the  home,  I  walked 
with  a  cane,  and  so  I  would  bring  my  wheelchair  up  to  the  house 
and  when  Desmond  was  little,  we  had  an  extra  carseat  that  would 
fit  perfectly  inside  the  wheelchair,  and  so  I  would  just  push  him 
around  inside  the  carseat  in  the  wheelchair,  and  that  was  how  I 
would  get  him  around,  once  he  was  more  than  just  a  couple  of 
pounds.   That  worked  pretty  well,  until  he  started  walking. 

And  then  hell  broke  lose? 

Oh,  God!   I  had  a  leash  because  I  certainly  could  not  chase  after 
him.   You  know,  one  of  those  little  wrist  things.   Yeah,  because  I 
could  not  keep  up  with  him!   When  he  was  a  toddler,  I  don't  know, 
maybe  two  years  old  or  so,  I  remember  he  taunted  us  once.   We  were 
out  on  a  playground,  and  he  found  some  steps,  and  he  went  up  to 
the  top  of  the  steps  and  just  sat  there.  We  couldn't  get  him. 

[laughing]   Uh-huh!   So  what  did  you  do? 

We  eventually  cajoled  him  down.   Yelling,  screaming  didn't  make 
any  difference.   He  just  really  enjoyed  that. 
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[laughing]   Did  you  try  to  go  through  normal  adoption  channels, 
like  adoption  agencies  or  anything? 

No.   We  went  to  AASK,  Aid  for  Adoption  with  Special  Kids.   But 
their  place  was  inaccessible  at  the  time.   I  was  just  appalled. 
And  they  were  not  interested  in  parents  with  disabilities  at  that 
time.   I  mean,  they  thought  we  were  pretty  strange.   We  didn't 
even  try  a  regular  adoption  agency.   We  knew  there  would  be  no 
point . 

So  how  do  you  legally  own  Desmond? 

We  did  an  independent  adoption,  which  is  allowed  in  California, 
where  the  birth  mother  hands  the  baby  over.   There  are  papers  that 
get  signed  at  that  point.   We  file  a  petition  for  adoption,  the 
county  does  the  home  visit,  and  it's  approved  by  a  judge. 


So  were  there  any  problems  going  through  that? 
smooth? 


Or  was  it  pretty 


One  minor- -hah! --which  seemed  big  at  the  time--Claire  was  going  to 
put  on  the  birth  certificate  that  the  father  was  unknown.   We 
didn't  realize  that  she  put  the  birth  father's  name  because  she 
knew  who  he  was.   She  didn't  want  to  have  anything  to  do  with  him, 
but  I  think  she  could  not  put  "unknown."  Couldn't  do  it.   And  so 
we  didn't  find  that  out,  though,  until  we  went  to  the  county  to 
get  the  birth  certificate,  which  had  to  be  filed  along  with  the 
adoption  papers,  and  then  flipped  out  because  the  birth  father 
would  then  have  to  be  notified  and  given  a  chance  to  keep  Desmond. 

As  it  turned  out,  nobody  really  knew  where  he  was,  and  so 
all  that  was  legally  required  was  to  post  notices  in  newspapers 
where  we  thought  he  might  be  and  wait  a  certain  time,  and  then 
prove  to  the  court  that  we  had  tried  to  find  him.   And  so  his 
rights  were  terminated,  and  the  adoption  went  through.   It  took 
about  a  year. 

So  the  birth  mother,  when  she  signs  the  papers  after  the  child  is 
born- 
No,  she  could  change  her  mind  up  until  the  adoption  is  final. 
But  she  didn't. 
She  didn't,  no.   Good  thing. 
Yes. 
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Kaplan:   We  were  going  to  take  him  away  to  some  foreign  country  or 

something  [chuckling]  if  we  had  to.  We  were  thinking --the re  was 
no  way  we  were  about  to  let  go  of  him  because  we  were  pretty 
attached  by  then. 

Bonney:   Of  course. 


Work  at  the  Public  Interest  Law  Center  of  Philadelphia:  1978 

[Interview  3:  April  7,  1998]  ## 


Bonney:   Debby,  in  about  October  of  1978  you  began  working  at  the  Public 

Interest  Law  Center  of  Philadelphia  while  you  were  also  working  at 
the  Disability  Rights  Center  in  Washington.   Could  you  tell  me 
what  you  did  at  the  Public  Interest  Law  Center  and  what  kinds  of 
issues  you  worked  on? 

Kaplan:   In  many  institutions  there 've  been  instances  reported  of  abuse  and 
danger  to  people  who  live  there  just  as  much  as  in  any  other  kind 
of  setting.   Mostly  what  I  did  while  I  was  there  was  help  them  put 
together  training  curriculum.   It  was  like  a  three-day  training 
program  that  they  put  on  all  over  the  Northeast  on  what  is  vital, 
what  the  regulations  said,  teaching  people  through  role-playing 
exercises  how  to  negotiate  with  state  officials  or  officials  of 
entities  that  receive  federal  financial  assistance,  how  to  get 
Section  504  implemented,  and  then  how  to  file  complaints.   [tape 
interruption] 

And  it  was  also  while  I  was  at  PILCOP  that  I  was  involved 
in- -one  of  their  major  efforts  was  the  Pennhurst  Case  which  they 
had  started  at  the  trial  court  level  with  parents  of 
developmentally  disabled,  mostly  mentally  retarded  people,  who 
wanted  to  get  community  placements  instead  of  large  institutional 
placements  for  their  kids.  And  at  that  point  I  think  the  state  of 
Pennsylvania  was  primarily  putting  everybody  with  developmental 
disabilities  into  Pennhurst,  a  huge  institution.   And  that  took 
many,  many  years  before  it  finally  got  up  to  the  Supreme  Court, 
but  I  was  involved  to  some  extent  in  doing  some  research,  going  to 
meetings  with  parent  advocates,  deciding  on  strategies,  and  that 
sort  of  stuff. 

Bonney:   What  was  the  outcome  in  court? 

Kaplan:   We  lost.   I'm  pretty  sure  the  Supreme  Court  did  not  grant 

everything  that  they  wanted.   I  can't  remember  the  details—it  was 
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a  mixed  decision  as  I  recall,  but  it  was  not  everything  that 
people  wanted. 

Bonney:   Now  what  was  the  specific  case  with  Pennhurst?  Was  there  a  child, 
or  an  adult,  or  someone  who  was  in  there? 

Kaplan:   It  was  a  group  of  parents  who  had  children- -some  of  them  adult 

children,  but  children- -living  at  Pennhurst.  And  they  wanted  the 
state  to  provide  alternatives  in  the  least  restrictive 
environments,  the  theory  being  that  the  institution  is  a  most 
restrictive  environment.  And  actually,  legally,  I  can't  remember 
what  were  the  legal  aspects  of  the  case  I  focussed  on  when  I  was 
at  PILCOP. 

Bonney:   Did  you  do  anything  when  you  were  at  PILCOP  with  DOT  [Department 
of  Transportation]  regulations? 

Kaplan:   That  was  really  before  PILCOP,  that  was  how  I  got  to  know  the 
folks  at  PILCOP.  When  I  was  at  the  Disability  Rights  Center, 
PILCOP  was  involved  in  challenging  the  Department  of 
Transportation's  policy—well,  actually  it  was  more  proactive  than 
that.   They  filed  a--I  think  it  was  a  petition,  asking  the 
Department  of  Transportation- -oh,  I  know  what  it  was:  the 
Department  of  Transportation  had  a  project  that  was  looking  at 
designing,  coming  up  with  specs  for  a  bus  that  would  have  a  low 
floor  and  be  ramped--the  Transbus--and  then  that  somehow  got 
scuttled.   So  we  intervened  and  said  we  wanted  them  to  revive  the 
project.   We  wanted  them  to  mandate  that  design  as  the  specs  for 
buses  to  be  built  in  the  future  that  transit  agencies  would 
purchase.   There  was  a  federal  case  going  on  over  that  issue  and 
then  the  action  moved  over  to  the  Department  of  Transportation.   A 
new  administration  came  in  that  was  much  more  receptive. 

Bonney:   Who  was  the  new  administration? 

Kaplan:   The  Carter  administration.   They  actually  wrote  up  a  set  of 

regulations  mandating  the  Transbus  specs.  We  had  a  group  called 
the  Transbus--!  don't  remember  if  it  was  the  Transbus  Seven  or  the 
Transbus  Twelve--!  think  it  was  seven  different  organizations  that 
were  all  part  of  a  coalition  of  groups  that  were  all  part  of  this 
effort. 

That  was  how  I  became  very  good  friends  with  John  Lancaster, 
who  was  head  of  government  affairs,  legislative  lobbyist  for 
Paralyzed  Veterans  of  America.   Then  later  John  was  replaced  by 
Charlie  Sabatier,  who's  also  a  great  advocate,  who's  now  I  think 
up  in  Boston. 
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We  had  like  two  days  of  public  hearings  at  the  Department  of 
Transportation  that  were  elaborately  prepared  and  crafted  by  all 
of  us.   Working  with  Tom  Gilhool,  who  was  chief  counsel  at  PILCOP 
at  the  time,  was  marvelous  because  he  was  a  master  of  strategy  and 
a  master  of  coalition  building.  And  we  spent  days  and  all  into 
the  night  preparing  the  testimony,  deciding  who  would  do  what,  and 
just  scripting  the  whole  thing.   It  came  off  beautifully.   And  we 
turned  around  their  policy:  they  mandated  the  Transbus. 

In  order  to  make  it  easier  for  transit  agencies  to  have  a 
large  enough  order  to  attract  the  bus  industry  to  actually  change 
all  of  their  tooling  and  all  of  their  production  lines,  they 
allowed  three  cities  to  form  a  consortium:  Philadelphia,  Los 
Angeles,  and  I  don't  remember  what  was  the  third  city.   That  was 
when  Dennis  Cannon  got  involved,  because  Dennis  was  with  the  City 
of  Los  Angeles  Transit  Agency  at  the  time.   The  three  cities  got 
together  and  issued  a  bid,  and  there  were  three  major  bus 
companies  at  the  time  and  nobody  bid.   I  mean,  it  was  clearly  a 
conspiracy.   The  bus  industry  hated  the  idea  of  retooling  and  they 
hated  even  more  the  idea  of  the  federal  government  mandating  the 
design  of  their  buses.   It  would  have  been  a  universally  designed 
bus,  sort  of,  not  completely,  but  instead  of  adding  lifts  onto 
buses.   We  wound  up  in  a  huge  fight  with  the  industry  before 
Congress  and  the  Department  of  Transportation,  arguing  about 
whether  lifts  were  okay  or  whether  the  Transbus  would  really  be 
better.   The  industry  was  arguing  that  the  lifts  were  better;  it 
was  clearly  just  a  bunch  of  whooey.   But  we  lost  because  nobody, 
no  company,  bid  on  the  request  for  bids,  and  so  Transbus  died.   It 
was  very  sad. 


Now,  you  think  the  three  bus  companies  colluded? 
happen  that  nobody  bid? 


It  didn't  just 


I'm  sure  they  talked  to  each  other  and  they  probably  put  a  lot  of 
pressure  on  each  other  not  to  bid,  yes,  that's  my  guess.   I 
believe  that.   No  evidence  of  it,  but  I  suspect. 

Yes.   When  you  all  were  testifying  for  your  two  days,  what  issues 
did  you  touch  on? 

Whether  or  not  the  design  was  feasible:  Ralf  researched  low-floor 
buses  in  Europe  because  they  had  them  on  the  streets  in  certain 
cities.  And  they  countered  their  arguments  that  the  low  floor 
would  not  be  feasible  in  cities  where  there's  accumulations  of 
snow  in  the  winter  time,  because  it  would  be  too  low  and  that  the 
boarding  time  would  be--it  would  take  too  long  to  deploy  the  lift, 
it  would  slow  everything  down.   I  mean,  they  threw  every  argument 
out  that  they  possibly  could.   So  we  just  had--we  knew  what  their 
arguments  were  going  to  be  and  we  countered  them.   Then  we  came  in 


64 


with  our  own  reasons  why  this  design  was  best,  why  it  was  safer 
for  everybody  to  have  a  low-floor  bus;  because  all  sorts  of  people 
have  problems  with  stairs,  that's  where  most  bus  accidents  happen 
--injuries  and  people  injury  accidents.   You  know,  the  legal 
requirement,  we  had  a  whole  section  on  the  law  and  why  it  was  a 
good  idea.   So  it  was  just  a  whole  variety  of  topics. 

Bonney:   Has  anybody  ever  pursued  Transbus  since  then? 
Kaplan:   Not  to  my  knowledge,  no. 
Bonney:   Still  sounds  like  a  good  idea. 

Kaplan:   And  now—well,  now  we've  got—look  at  all  the  low-floor  personal 
vans,  small  vans  that  are  all  ramped.  And  each  one  of  those 
demonstrates  that  it's  feasible  that  the  low  floor  doesn't  cause  a 
problem  and  that  the  ramp  is  far  superior.   There's  fewer 
technical  breakdowns  and  it's  much  better,  but  for  some  reason  and 
I  don't  really  know  why—it  would  be  fun  to  revive  Transbus! 
[laughter]   Revive  the  Transbus  Seven  and  make  it  even  bigger- -it 
just  has  never  come  back  as  an  idea.   Especially  now— I  mean,  the 
idea  of  the  federal  government  mandating  the  design  of  buses  is, 
I'm  sure,  politically  an  even  more  unpalatable  idea  as  far  as 
government  policy-makers  are  concerned  than  it  was  twenty  years 
ago.   And  that  may  have  been- -we  at  that  time  were  entering  into 
the  backlash  against  federal  regulation— against  the  federal 
government  dictating  too  much.   You  know,  we're  far  into  it  now. 

[tape  interruption] 

Bonney:  Debby,  you  mentioned  that  during  this  time  period  you  were  going 
to  Philadelphia  three  times  a  week  and,  I  assume,  working  in  the 
Disability  Rights  Center  the  other  two  days  a  week? 

Kaplan:   Well,  I  don't—it  was  about  half  and  half. 
Bonney:   How  did  you  have  time  to  do  two  full-time  jobs? 

Kaplan:   Well,  they  weren't— it  was  more  like  two  half-time  jobs,  but 

PILCOP  paid  better.   I  would  spend— it  was  a  couple  days  a  week  up 
in  Philadelphia.   I  don't  know — 

Bonney:   The  Disability  Rights  Center  didn't  keep  you  busy  full-time?  You 
did  an  awful  lot. 

Kaplan:   Didn't  have  enough  money.   I  was  trying  to  raise  money,  but  I 

wasn't  very  good  at  it  at  that  point.  And  that  seemed  like  a  way 
to  have  my  income  come  from  somewhere  else  for  at  least  part  of 
it.   It  was  very  compatible  with  what  I  was  doing  at  the 
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Disability  Rights  Center  and  it  allowed  the  Center  not  to  fold  for 
financial  reasons. 

Bonney:   Did  you  do  other  things  with  PILCOP  besides  the  Transbus  and  the 
504  trainings? 

Kaplan:   And  the  Pennhurst  stuff? 
Bonney:   And  the  Pennhurst? 

Kaplan:   That  was  pretty  much  it.   I  mean,  I  may  have  been  pulled  into  a 
few  things  here  and  there  but  those  were  the  major  things. 

Bonney:  Okay,  now  the  Pennhurst  stuff,  when  you'd  gone  to  DREDF  in  '80  or 
whatever,  you  did  a  lot  more  work  in  the  developmental  disability 
area,  right? 

Kaplan:   Right. 

Bonney:  We'll  get  into  that  shortly,  but  was  your  work  with  the  Pennhurst 
case,  did  that  spur  you  to  continue  in  the  area  in  DREDF? 

Kaplan:   Sure,  to  some  extent.  And  then  while  I  was  at  DREDF,  Ed  Roberts 
was  head  of  Voc  Rehab  and  was  a  member  of  the  DD  Council 
[Developmental  Disabilities  Council]  by  virtue  of  his  position  in 
Rehab.   And  they  were  looking  for  new  council  members  and  I  think 
Ed  suggested  me.   And  so  I  was  appointed  and  that  really  took  up  a 
fair  amount  of  my  time.   I  eventually  became  chair  of  the  council, 
[laughter]   I  eventually  become  chair  of  most  things.   I've  got  to 
stop  doing  it. 


Study  for  NOW  Legal  Defense  Fund 


Bonney:   All  right,  well,  we'll  get  there,  but  I  wanted  to  sort  of  make 
that  connection  now,  that  you  started  that  in  Philadelphia,  but 
you  carried  out  later  on.   Okay.  Also,  about  1979  you  became 
involved  with  NOW--National  Organization  of  Women. 

Kaplan:   Right. 

Bonney:   Can  you  tell  me  what  you-- 

Kaplan:   They  approached  me.  At  that  time,  I  had  decided  that  I  was  going 
to  be  leaving  Washington,  coming  back  to  California,  and  I  had 
this  bridge  period:  the  Disability  Rights  Center  was  not  taking  up 
that  much  of  my  time,  I'd  decided  to  look  for  other  leadership  of 
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DRC,  and  so  I  was  looking  for  things  to  do.   They  approached  me 
because  they  had  a  grant  from  I  think  the  Department  of  Justice  or 
maybe  it  was  EEOC  to  do  a  study—probably  EEOC  because  it  was 
employment  related- -to  do  a  study  of  how  mediation  was  being  used 
by  local  and  state  human  relations  agencies'  employment 
discrimination,  enforcing  agencies  at  the  local  level  because  they 
had  all  been  mandated  by  the  EEOC  as  part  of  how  they  were 
enforcing  Title  VII  of  the  Civil  Rights  Act. 

And  Title  VII  is? 

Employment  discrimination—to  have  a  mediation  process  that  was 
available  to  complainants  and  defendants  before  a  formal 
investigation  took  place.   So  for  that  project  we  traveled  to 
several  different  sites:  Seattle,  St.  Petersburg,  Florida--!  don't 
remember  where  else  I  went,  a  few  other  places  —  and  interviewed 
Human  Rights  Commission  people,  interviewed  complainants,  reviewed 
files,  and  wrote  up  reports  about  how  well  we  thought  the 
mediation  was  working  for  people.  We  watched  some  mediation 
sessions,  also. 

How  were  they  doing?  Were  they  successful? 

Some  of  the  time.   Yes,  a  lot  of  the  time  people  just  needed  to 
sit  down  and  talk  about  what  was  happening  and  be  given  a  chance, 
once  they  knew  that  it  was  going  to  get  more  serious  if  they 
didn't  from  the  defendant's  point  of  view,  to  offer  something  and 
settle  it  so  the  agencies  wouldn't  have  to  investigate  every 
single  complaint,  because  they  all  had  serious  backlogs  at  that 
point.   Yes,  in  some  of  the  cases  people  were  pretty  happy  with 
the  results.   In  others,  either  the  defendant  or  the  complainant 
would  feel  that  there  was  some  coercion  going  on,  subtle  coercion, 
and  things  that  they  had  agreed  to,  in  retrospect  sometimes  they 
weren't  happy  with.   But  I  think,  generally,  for  a  lot  of 
complaints  that  are  fairly  mundane  and  don't  raise  significant 
legal  issues,  it's  a  good  step  in  the  process,  I  think,  so  long  as 
the  agency  doesn't  really  put  pressure  on  people  that  they  have  to 
settle. 


How  did  NOW  use  this  information? 
happened  to  it? 


Once  they  did  the  report,  what 


It  was  a  contract  thing  out  of  the  government  [laugh].   I'm  not 
sure  that  they  did  anything  significant  with  it.   It  was  a  NOW 
Legal  Defense  Fund,  which  is  not  the  same  thing  as  the  National 
Organization  for  Women.   They're  two  separate  organizations. 


Bonney:   Okay.   Is  it  the  NOW  Legal  Defense  and  Education  Fund? 
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Kaplan:   I  don't  think  so.   I  think  it's  just  the  Legal  Defense  Fund. 

Bonney:   Okay.   Now,  did  you  also  work  with  them  on  a  project  for  equal 
education  rights? 

Kaplan:   No. 

Bonney:   We  had  that  down. 

Kaplan:   Not  really.   I  may  have  been  on  an  advisory  committee  or  something 
but  I  didn't  work  on- -no,  the  only  work  I  did  was  the  mediation 
project . 


Feminist  Activities  and  Prenatal  Testing 
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Are  you  a  feminist? 

Sure.   Sure,  yes.   Whatever  that  means.   [laughter] 

Were  you  part  of  that  movement,  were  you  involved? 

To  some  extent.   I  was  part  of  a  disability  contingent  that  was 
always  trying  to  get  the  feminists,  the  women's  movement,  to  pay 
more  attention  to  disability  issues.   Most  of  the  work  that  I  did 
with  the  women's  movement  was  working  on  the  National  Conference 
on  Women  and  the  Law,  which  in  the  seventies  and  the  early 
eighties  was  an  annual  conference  that  would  take  place  at  a 
different  site  in  the  country.   Usually  it  was  put  on  by  a 
coalition  of  women  from  all  the  different  law  schools  in  a 
particular  city  on  a  volunteer  basis.   It  was  a  huge  conference, 
thousands  of  people  would  come.   They  would  have  a  hundred  or  so 
workshops  and  we  were  always- -eventually  there  were  many  women 
with  disabilities:  Barbara  Waxman,  Ann  Finger,  Adrienne  Asch, 
others --who  were  trying  to  get  women  of  disabilities  on  panels 
where  that  would  be  an  appropriate  addition  and  having  disability- 
specific  workshops  as  well.   I  eventually  went  on  to  the  board  and 
was  on  the  board  of  the  conference  for  several  years. 


When  you  first  started  what  were  disabled  women's  issues? 
were  you  bringing  to  them  as  concerns? 


What 


Well,  issues  around  accessibility,  basic  things:  access  to 
employment,  access  to  housing.   There  was  always  a  strong 
contingent,  myself  included,  who  were  interested  in  the  disability 
perspective  on  reproductive  rights  issues  and  ethical  medical 
issues,  which  were  always  a  significant  part  of  the  agenda.   It 
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was  through  that  work  that  I  made  connections  with  several  women 
in  the  women's  community  who  were  also  interested  in  reproductive 
rights  issues  from  a  legal  and  policy  point  of  view.  And  I  think 
eventually  the  disability  perspective  became  a  little  bit  better 
recognized  and  was  consistent  with  some  of  the  feminist  critique 
of  how  the  medical  establishment  was  moving  ahead  with 
reproductive  technologies. 

Other  than  disabled  issues,  have  you  worked  on  other  feminist 
issues  without  the  disabled  focus? 


Not  really.   No. 

All  right.  What  sparked  your  interest  in  women's  issues? 
there  something  that  happened? 


Is 


Actually,  I  remember  when  I  was  thinking  about  going  to  law  school 
before  I  became  disabled.   Right  before  I  became  disabled  I  went 
to  a  conference,  I  don't  remember  which  one  it  was,  the  eleventh 
or  something- -an  early  one- -conference  on  women  and  the  law  that 
was  at  Boalt  Hall  and  was  very  impressed  with  the  people  that  I 
met,  the  issues  that  they  were  talking  about,  and  was  inspired  by 
other  women  lawyers.   That  was  when  it  was  just  a  very  different 
milieu  and  women  were  still  struggling  to  have  more  numbers  in  law 
schools,  to  have  their  issues  addressed  more,  to  be  treated  fairly 
in  a  law  school  environment,  and  to  be  able  to  get  jobs.   And  then 
when  I  was  at  DREDF,  some  of  us  were  invited  to  come  to  a  meeting 
and  be  on  the  advisory  committee  for  a  specific  conference, 
because  each  conference  would  have  its  own  advisory  committee  as 
well  as  the  board  of  the  organization.   I  served  on  a  few  advisory 
committees  for  individual  conferences  before  I  got  onto  the  board 
of  directors  of  the  organization.   But  I  think  my  experiences  in 
law  school—there  were  always  just  wonderful  women  and  they  were  a 
real  source  of  support  and  had  a  certain  empathy  for  disability 
issues  —  certain  understanding  because  of  commonality  with  the 
feminist  agenda- -women ' s  issues. 

Do  they  still  have  these  annual  meetings? 

They  just  got  revived.   I  think  there  was  about  a  ten-year  period 
of  hiatus.   There  was  one  this  year,  I  think  it  was  in  the  San 
Francisco  area.   I  didn't  participate. 

I  was  wondering  if  their  issues  have  changed  over  the  times? 

I'm  sure.   One  of  the  things  that  happened—it  became  a  fairly— 
the  conference  was  always  fairly  left-leaning,  progressive 
politics  sort  of  conference  and  there  was  growing  pressure  from 
other  women  in  the  legal  community- -as  women  became  more  accepted 
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in  the  legal  community—there  became  more  of  a  moderate  presence 
of  women  in  the  legal  profession  as  well  as  women  fighting  to  get 
in.   And  I  remember  there  was  a  Los  Angeles  conference  where  we 
were  very  concerned  because  people  who  were  leading  it  were  just 
too  moderate.   [laughter]   We  didn't  like  their  politics. 

I  think  partly  the  conference  became  a  little  bit  less 
relevant:  as  the  eighties  kicked  in,  leftist  politics  became  a 
little  bit  less  relevant,  a  little  bit  less  popular,  and  the 
dynamics  of  the  conference  were  such  that  a  lot  of  the  people  who 
were  young  and  activists,  also,  just  had  a  lot  of  anger  and 
energy.   And  the  conference  organizing  would  often  turn  into 
incredible  amounts  of  backbiting  and  arguing  and,  you  know,  who's 
more  oppressed  than  who  sort  of  stuff.   I  think  that's  part  of  the 
reason  it  fell  apart.  Also,  it  just  became  a  pretty  unpleasant 
experience  for  people.   Some  of  the  people  who  would  hang  on  year 
after  year  were  people  who  just  had  their  own  agendas  and  were  not 
about  to  give  anybody  else  any  slack,  you  know? 

Bonney:   [laughter] 

Kaplan:  Ugh!  I  don't  know,  that  was  partly  why  I  was  quite  happy  to  leave 
the  organization  after  a  certain  point.  It  just  stopped  being  fun 
for  most  of  us. 

Bonney:   Does  it  still  have  a  left-leaning  element  in  it? 

Kaplan:   I'm  sure  it  does,  I  really  don't  know.   I  really  was  not  very 
involved--!  was  not  involved  in  this  year  at  all. 

Bonney:  Let's  talk  a  little  bit  about  reproductive  rights.  You  started 
mentioning  that.  What's  so  important  about  reproductive  rights 
for  a  disabled  person? 

Kaplan:   Well,  a  lot  of--once  you  start  interjecting  technology  into 

reproductive  choices,  issues  of  disability  pop  up  all  over  the 
place,  and  for  a  long  time  weren't  even  recognized  as  such.   The 
first  way  that  disability  issues  came  up  was  around  amniocentesis 
and  prenatal  testing,  which  has  now  become  much  more 
technologically  advanced.   Several  of  us  were  very  concerned  that 
people  were  assuming,  just  assuming,  in  the  medical  profession, 
even  in  the  women's  movement,  that  if  a  test  resulted  in 
information  that  a  woman  was  carrying  a  fetus  that  would  have  a 
disability  when  it  was  born,  that  of  course  there  should  be  an 
abortion.   We  were  aghast,  and  offended,  and  appalled  at  what  we 
were  reading.   There  were  even  articles  suggesting  that  it  was  a 
feminist's  duty  and  obligation  to  abort  such  fetuses.   It  was 
horrible  stuff.   And  people  weren't  even  aware  that  there  was  a 
disability  perspective  on  the  ;.ssue.   So  several  of  us  became 
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involved  and  started  writing  some  articles  and  sharing 
information,  including  Marsha--one  person  is  Marsha  Saxton  who's 
on  the  staff  here,  now- -who's  done  great  stuff  in  the  area.   We 
eventually  found  other  women  who  were  also  critical  of 
reproductive  technologies  and  what  were  the  ethical  implications 
who  were  quite  open  to  listening  to  what  our  concerns  were.   And 
it  became  really  fascinating,  and  stimulating,  and  supportive  to 
be  in  the  company  of  other  women  who  were  open-minded  enough  to 
listen  and  think  hard  about  their  own  biases  and  assumptions  and 
support  what  we  were  saying. 

Now  you  were  doing  this  prenatal  reproductive  rights  work  through 
the  women's  movement  at  that  point? 

Through  the  National  Conference  on  Women  and  the  Law,  primarily. 
Then,  also,  Ann  Finger,  who  is  a  good  friend  and  a  disability 
activist  and  author,  was  also  really  interested  in  these  issues 
and  we  did  some  things.   I  did  stuff  through- -while  I  was  with 
DREDF  I  had  a  pretty  loose  rein  on  what  I  did- -and  we  attended 
some  conferences  on  prenatal  testing  and  would  present  our  points 
of  view. 


We  had  one  disastrous  evening  where  we  attended  a  class  at 
UC  Berkeley,  Ann  and  I,  with  a  class  of  students  who  were  taking 
the  course  work  to  become  genetic  counselors.   [laughter]   They 
didn't  really  like  what  we  were  saying.  And  we  were,  you  know, 
fairly  idealistic  and  naive  and  openly  saying  that  this  is  the 
same  as  eugenics,  which  didn't  exactly  endear  ourselves  to  them, 
[laughter]   People  just  don't  like  being  told  that  they're  using 
Nazi  techniques,  it  doesn't  open  them  to  hearing  your  message.   So 
there  were  a  few  other  ways  that  I  got  involved. 

Then  I  also  attended  some  conferences  that  were  at  the 
National  Institutes  on  Health  that  resulted  in  the  chapter  in  the 
book  that  I  wrote.   That  was  around  the  time  that  the  human  genome 
project  was  just  getting  off  the  ground. 

Bonney:   Now  the  chapter  you  wrote  is  entitled  "Prenatal  Screening  and 

Diagnosis,  the  Impact  on  Persons  with  Disabilities."  and  it's  in 
the  book  titled  Women  and  Prenatal  Testing.   In  that  article  that 
you  wrote,  you  said  that  prenatal  screening  is  a  form  of  social 
abuse.  What  do  you  mean  by  that? 

## 

Kaplan:   A  form  of  social  abuse.  Well,  what  I  probably  meant  [laugh]  was 
that  you  had  to  look  at  the  issue  in  the  broader  context  of  how 
people  with  disabilities  were  treated  in  society  and  regarded  in 
society,  in  general.   The  argument  of  many  disability  activists 
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has  been  that  by  creating  a  medical  test  and  a  procedure  that  most 
people  undergo  or  are  expected  to  undergo  when  they're  thinking 
about  or  beginning  to  have  children  forces  people  to  think  about 
whether  they  would  want  a  disabled  child,  without  providing  any 
positive  information  about  having  a  child  with  a  disability. 

A  lot  of  what  was  going  on  in  many  people's  minds  was 
reinforcing  stereotypes,  and  that  active  reinforcing  [of] 
stereotypes  carries  over  into  society  at  large  because  all  of 
those  individuals  who  go  through  the  prenatal  testing  process  are 
part  of  the  culture.   So  the  procedure,  since  it's  so  widespread 
and  takes  place,  I  think  still  pretty  much  with  a  vacuum  of 
positive  information- -that  may  in  some  places  be  different  now-- 
that,  on  the  one  hand,  we've  got  the  disability  movement  that's 
trying  to  change  people's  attitudes  and  value  judgments  about 
disability:  to  look  at  people  with  disabilities  positively;  and 
then  on  the  other  hand,  there's  this  medical  procedure  that 
reinforces  all  the  negative  stereotypes.   That  carries  over  into 
how  people  behave  in  society  at  large. 

Bonney:   What  would  a  disabled  rights  activist  say  to  someone--say,  a 

mother  who  had  just  been  told  that  her  child  would  have,  say,  Down 
syndrome  when  it  was  born.  What  would  the  disabled  activist  say 
to  that  mother? 

Kaplan:   Different  disabled  activists  would  say  different  things  [laughs]. 
You  know,  that  before  the  parents  make  a  decision  they  ought  to 
know  what  kinds  of  support  services  are  available,  they  ought  to 
have  a  chance  to  hear  from—and  perhaps  through  videos  from 
parents  who  have  decided  to  have  a  child  with  Down's  syndrome  and 
feel  that  it  was  a  very  positive  thing  for  their  family  and  for 
the  child—to  really  hear  the  positive  side  as  well  as  the 
negative,  scary  side.   And  then  it's  their  decision.   I  think  most 
of  us  would  not  want  to  take  that  decision  away  from  people.   Some 
would,  though,  some  disabled  activists  take  the  position  that  that 
decision  just  shouldn't  be  allowed.   But  most  of  us  would  say  it's 
more  an  issue  of  what  kind  of  information  people  get. 

Bonney:   Is  prenatal  testing  a  tool  of  public  policy? 

Kaplan:   I  wouldn't  call  it  that.   I  don't  know  what  a  tool  of  public 

policy  is.   It's  a  result  of  public  policy  that  focuses  on  issues 
that  have  nothing  to  do  with  disability  in  a  sense.  And  it's  a 
tool  of  public  policy  that  is  full  of  implicit  negative 
assumptions  about  disability  to  some  extent.   It's  no  surprise,  I 
think,  to  many  of  us  that  prenatal  testing  arises  within  the 
medical  milieu,  within  the  medical  profession,  because  that's  a 
segment  of  society  that  tends  to  have  the  worst  attitudes  about 
disability;  where  you  find  the  most  employment  discrimination 
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against  people  with  disabilities  in  the  medical  professions  and  in 
the  professional  schools.  And  where  people  with  disabilities  feel 
tons  of  abuse,  both  physical  and  emotional,  from  their 
interactions  with  medical  professionals.   That,  to  some  extent,  is 
changing  a  little  bit  as  a  new  generation  moves  in,  but  the 
medical—public  policy  around  medicine  and  disability  tends  to  be 
pretty  horrid.   You  know,  it's  the  same—there  are  other  issues 
around  disability,  not  just  reproductive  rights—but  medical 
ethics  are  now  popping  up  that  are  the  same  genesis-end-of-life 
stuff.   It's  the  same  thing,  I  think,  where  you've  got  doctors  and 
people  in  the  general  public  who  see  nothing  wrong  with  using 
euthanasia  with  people  with  disabilities. 

Bonney:   Whether  they're  terminally  ill  or  not? 

Kaplan:   Right.   Well,  fudging  that  a  lot.   And  it's  not  the  same  but  those 
are  all  the  same— I  mean,  for  many  of  us— those  issues  all  fall 
sort  of  in  the  same  corner  of  social  policy.   And  you  know,  the 
most  troubling  ethical  issues  and  troubling  disability  issues,  I 
think,  are  found  in  the  medical  realm. 

Bonney:   The  book  talks  a  lot  about  people  born  with  disabilities  are 

expensive:  they  cost  the  family,  they  cost  society.   That  their 
quality  of  life  is  terrible:  by  de  facto,  if  you're  disabled,  you 
have  a  bad  quality  of  life.   That  probably  is  an  implicit  hope 
that  if  people  with  disabilities  are  prevented  from  being  born, 
then  a  lot  of  social  costs  will  be  reduced,  eliminated,  or 
whatever.   Are  those  opinions  substantiated  by  any  fact? 

Kaplan:   I  would  expect  that  prenatal  testing,  I  think  I've  heard  that  the 
figures  are  now  out,  that  the  incidence  of  disability  is  hardly 
affected  through  prenatal  testing.   If  you  look  at  it  overall- -and 
there's  very  little,  now,  to  show  much  in  the  way  of  reduced 
costs— because  most  disabilities  don't  happen  at  birth,  don't  show 
up  at  birth,  and  many  of  those  that  do  can't  be  predicted  by 
prenatal  testing— cerebral  palsy,  for  instance.   And  so  it's  a 
very,  very  small  incidence  of  disability  that  is  uncovered  by 
prenatal  testing.   You  know,  many  families  don't  choose  to  have  an 
abortion,  anyhow.   So  I  think  it's  an  argument  that  people  use 
because  it  certainly  was  a  very  legitimate  argument  in  the 
eighties  and  I  think  still  is  in  the  nineties,  but  I'm  not  sure 
it's  borne  out  statistically.   But  I  think  it  is  really  camouflage 
for  just  straight  out  bias  against  people  with  disabilities. 

What  I  think  for  many  families  is  really  going  on  is  that 
parents  are  asked,  "Do  you  want  to  have  a  child  with  a 
disability?"  And  it  is  more  work  and  it  is  more  trouble  and  I 
think  oftentimes  parents  are  in  fact  weighing  into  their  decision- 
making  concerns  about  themselves,  but  masking  it,  because  it's 
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much  more  palatable  to  yourself  and  other  people  if  you  say  you're 
doing  it  for  the  child.   But  I'm  not  real  impressed  with  that 
argument,  you  know  [laughs]:  "You're  better  off  dead,"   is  just 
not  real  convincing.   It's  ludicrous,  really.   That's  what  that's 
all  about. 


Bonney:   You  said  that  some  parents  are  opting  not  to  have  an  abortion.   Do 
you  know  what  percentage—if  it's  high  or  low? 

Kaplan:   No.   I  don't  know.   I'm  really  not  that  involved  in  the  issue 
anymore.   I  don't  know. 

Bonney:   The  article  also  talked  a  little  bit  about  possible  effects  of 

prenatal  testing  on  insurance  policies—health  insurance  policies 
--and  how  that  may  be  denied  to  someone? 

Kaplan:   Right.   I  don't  know,  there  may  have  been  some  cases  where  that 
actually  occurred,  I  don't  know.   But,  yes,  it's  certainly--! 
don't  know  if  insurance  companies  ever  actually--!  think  there 
were  some  instances  where  insurance  companies  actually  tried  to 
exclude  covering  medical  costs  for  a  child  born  with  a  disability 
after  the  parents  opted  to  go  ahead  with  a  pregnancy  when  the 
prenatal  testing  predicted  the  disability.   There  may  have  been 
some  insurance  companies--!  think  I  heard  about  this  towards  the 
end  of  my  involvement  in  this  issue— that  tried  to  exclude,  but  I 
think  there  was  so  much  pressure,  that  that  was  such  an  outrageous 
thing,  widely  regarded  as  an  outrageous  thing  for  the  insurance 
company  to  do  that  they  backed  down. 

Bonney:   Was  the  insurance  company  just  saying  that,  "We're  not  going  to 
pay  the  extra  cost  for  a  disabled  child,"  or  were  they  saying, 
"We're  not  paying  because  the  parents  had  a  choice  to  abort  and 
didn't  do  it,  therefore  the  child  is  their  own  responsibility?" 

Kaplan:   Well,  they  would  put  it  in  their  own  terminology  which  is,  this  is 
"a  preexisting  condition." 

Bonney:   Therefore  not  covered. 
Kaplan:   Right. 

Bonney:   Was  there  a  specific  group  of  people  or  some  people  who  were 
behind  this  testing  and  the  disabled  issue?   Is  it  a  medical 
professional  group  that  started  focussing  on  this  in  terms  of 
looking  at  disabilities  and  saying,  let's  abort  if  we're  going  to 
have  one? 

Kaplan:   Oh,  I  don't  know  how  it  came  about.   I'm  sure  the  technology  came 
from  the  labs  and  then  people  went,  "Oh,  look  what  we  can  do  with 
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this,  wouldn't  this  be  a  good  thing?"   I  expect,  because  in  the 
eyes  of  most  people,  they  would  regard  it  as  a  good  thing. 

Bonney :   Right . 

Kaplan:   And  it  wouldn't  occur  to  them  that  it  might  not  be  a  great  thing. 

Bonney:   Do  you  think  it's  changed  at  all?   Or  is  it  still  pretty  much  that 
way? 

Kaplan:   Oh,  it  may  have  changed  a  little  bit--no,  I  think  it's  pretty  much 
that  way.   I  think  most  people  still  think  that  if—people  now,  I 
think—would  accept  that  prenatal  testing  is  just  a  standard 
thing.   I  don't  know,  it  would  be  interesting  to  look  at  the  data 
and  see  what  the  percentage  of  people  who  opt  for  abortions  and 
who  don't  is.   I  don't  know. 

Bonney:   Okay.   Is  there  anything  else- -oh,  I  wanted  to  ask  you,  also,  was 
your  interest  in  the  reproductive  rights  side  of  this,  did  that 
come  about  as  part  of  your  DD  work? 

Kaplan:   Yes.   Now  that  I  remember,  we  saw  a  film,  a  video,  when  I  was  on 
the  DD  council,  that  had  been  I  think  prepared  with  DD  council 
money,  that  was  all  about  prenatal  testing  and  what  a  great  thing 
it  was,  and  that  it  was  just  full  of  information  and  images  about 
how  awful  it  would  be  to  have  a  child  with  a  disability,  and  how 
awful  it  is  to  have  a  disability.  And  I  was  appalled,  I  couldn't 
believe  it!   I  think  that  was  part  of  what  got  me  into  it.   I  just 
could  not  believe  that  something  like  that  was  out  there  in  the 
public  and  supported  by  state  money.  And  when  I  raised  my 
objections,  people  just  looked  at  me  like,  "Huh?  What  are  you 
talking  about?"  Yes,  I  think  that  was  one  of  the  things  that  got 
me  involved  and  got  me  going  on  it. 

Bonney:   Is  forced  sterilization  of  people  with  developmental  disabilities 
still  predominate? 

Kaplan:   In  this  country,  no.  When  I  was  on  the  state  DD  council,  we  were 
able  to  implement  new  procedures,  recommend  new  procedures  that 
the  state  implemented,  that  made  it  much  more  difficult:  requiring 
court  review  and  court  hearings  for  anybody  with  a  developmental 
disability  to  be  sterilized  without  their  consent  or  even  with 
their  consent  if  they  were  not  able  to  give  informed  consent—not 
impossible,  but  much  more  difficult  with  a  lot  of  specific  court 
review  to  protect  the  individual,  because  up  until  that  time 
doctors  could  just  make  that  decision  on  their  own  with  families 
and  without  anybody  looking  over  their  shoulders.   In  Europe  it's 
still  a  pretty  big  issue. 
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Bonney:   Still  done,  you  mean?  Automatically? 

Kaplan:   I  think  so.   Well,  what  happens  is  a  family  will  come  in  to  a 
doctor  and  they'll  have  usually  a  teenage  daughter  with  a 
developmental  disability  who's  starting  to  experiment  with  sex  in 
her  group  home  or  wherever  she  lives  and  they'll  be  alarmed  that 
she  might  get  pregnant  and  want  to  have  her  sterilized.   And  up 
until  recently,  the  doctor  would  just  do  it  in  California.   And  I 
don't  know  what  the  story  is  in  other  states  and  what  kind  of 
procedures  exist,  but  just  the  fact  that  there  is  that  kind  of 
court  review  will  often  keep  the  family  or  the  doctor  from  trying 
to  even  bother  it.   They'll  look  at  other  options  like  birth 
control  and  other  things  including,  you  know,  sex  education  and 
dealing  with  the  person  more  as  an  adult  to  the  extent  that  it ' s 
possible.   But  what  I've  heard  is  that  in  Europe  there  really 
aren't  the  same  kinds  of  protections  and  so  it's  more  standard  for 
that  to  happen. 
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III   LEGAL  WORK  AT  DREDF,  PRIVATE  PRACTICE,  AND  INTERNATIONAL 
TRAVEL,  1980-1987 


Employment  Law  Center  Medical  Standards  Project,  1980 


Bonney:  Shall  we  go  on  to  DREDF  and  your  years  there? 

Kaplan:  Sure. 

Bonney:  You  went  there  about  April  of  1980,  is  that  right? 

Kaplan:  More  or  less. 

Bonney:  What  did  you  first  do  when  you  went  to  DREDF? 

Kaplan:   [laugh]   Bob  Funk  hired  me  and  it  was  never  clear  what  I  was 

supposed  to  do,  I  didn't  really  have  a  job  description.   I  don't 
know  why  he  hired  me.   My  theory  was,  knowing  Bob,  who  has  a 
streak  of  paranoia,  it  was  to  keep  me  from  setting  up  my  own 
competing  organization.   I  had  a  kind  of  a  free  rein,  I  didn't 
work  on  specific  projects. 

I  got  funding  for  a  project  that  we  did  together  with  the 
Employment  Law  Center  that  was  a  couple  years  long,  where  we  did 
research  on  pre- employment  medical  screening  of  Africans  with 
disabilities  who  wanted  jobs  with  city  and  county  governments. 
That  was  an  issue  that  I  became  aware  of  when  I  was  at  the 
Disability  Rights  Center,  that  there  were  really  serious  problems. 
People  were  routinely  getting  screened  out  of  jobs  because  they 
had  a  disability- -whether  or  not  the  disability  could  be 
accommodated- -or  whether  or  not  the  disability  even  would  prevent 
them  from  performing  the  functions  of  the  job.   Now  that  504  was 
in  place,  cities  and  counties  were  clearly  covered  by  it  and  we 
had  a  feeling  that  they  hadn't  a  clue—which  they  didn't  for  the 
most  part.   So  we  did  research  on  what  their  practices  really  were 
and  then  made  recommendations  about  how  they  needed  to  clean  up 
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Bonney: 
Kaplan: 


Bonney : 

Kaplan: 
Bonney : 

Kaplan: 


Bonney: 
Kaplan: 


their  acts,  and  what  they  should  be  doing  instead,  and  held  a 
conference  about  it. 

Held  a  press  conference? 

No,  a  conference  where  cities  and  counties  were  invited  to  attend, 
where  we  had  workshops,  we  had  presentations,  we  gave  them  a  lot 
of  information  about  what  they  should  be  doing  and  how  to  either 
do  away  with  pre-employment  medical  testing  or  have  a  pre- 
employment  medical  testing  process  that  was  consistent  with  the 
law,  how  to  use  medical  standards,  how  to  revise  their  medical 
standards,  and  the  importance  of  having  an  accurate  job 
description—all  that  stuff. 


Is  that  the  name  of 


Is  this  the  DREDF  Medical  Standards  Project? 
it? 

Right . 


Okay.   How  did  the  counties  and  local  people  take  to  that 
conference?  Were  they  receptive? 

They  were  fairly  receptive.  Whether  they  actually  implemented  it, 
we  never  did  the  follow-up  to  see,  but  I  have  the  feeling  that 
several  people  changed  what  they  were  doing,  several  cities  or 
counties  changed  what  they  were  doing  as  a  result  of  it. 

So  you  or  DREDF  did  not  go  in  specific  areas  and  help  people 
change? 

We- -sure,  yes,  we  did  to  some  extent.   I  wouldn't  recall  who  or 
what. 


Leadership  Conference  on  Civil  Rights 


Bonney:   Okay.  About  this  time  there  was  the  Leadership  Conference  on 

Civil  Rights  came  on  at  some  point  here,  about  '81,  '82?  Tell  me 
what  that  conference  was? 

Kaplan:   DREDF  was,  I  think,  feeling  strong  enough  on  the  one  hand  and  had 
always  wanted  to  gain  more  respect  and  support  from  established 
leaders  in  the  civil  rights  community  from  other  civil  rights 
movements.  And  so  this  was  a  conference  that  DREDF  held  and 
invited  people  in  to  expose  them  to  disability  rights  issues,  to 
ask  them  to  give  their  advice  and  counsel,  and  it  resulted  in  a 
free-standing  or  permanent  advisory  body  of  leaders  from  the  civil 
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rights  community.  And  so,  it,  in  a  nutshell,  was  DREDF's  attempt 
to  play  with  the  big  boys  in  the  civil  rights  field. 

Bonney:   What  groups  were  invited,  do  you  remember? 

Kaplan:   No.   I  mean,  it  was  the  women's  groups,  it  was  African  American, 
Hispanic,  all  of  the  legal  rights  funds,  American  Indian- -people 
who  were  either  strong  lobbyists  and/or  strong  litigators  —  and 
that  was  the  target. 

Bonney:   Okay.   Now,  you  held  a  conference  for  a  few  days  and  you  were  one 
of  the  facilitators?  You  facilitated  one  of  the  groups? 

Kaplan:   Probably. 

Bonney:   [laughs]  You  don't  remember? 

Kaplan:   [laughs]  No. 

Bonney:   Okay,  what  went  on  in  that  meeting?  What  kind  of  issues  were 
discussed  and  what  happened  in  those  few  days? 

Kaplan:   Well,  I  think  most  of  the  people  who  came  had  not  really  sat  down 
and  thought  about  the  disability  perspective  on  civil  rights  in 
any  concerted  way.   And  so  we  exposed  them  to  our  issues  that  were 
important  to  us,  ways  that  disability  rights  was  similar  to  other 
civil  rights  issues,  and  ways  that  our  issues  were  different,  and 
asked  them  to  become  more  involved  in  supporting  our  issues  and 
giving  us  advice  about  where  to  go  from  here. 

Bonney:   Did  they  give  you  advice  on  how  to  organize? 

Kaplan:   Oh,  yes.   They  were  very  receptive,  I  think.   Some  of  it  was 
organizing,  a  lot  of  it  was  legal  strategies,  legislative 
strategies,  litigation  strategies.   This  was  a  group  of  people  who 
had  far  more  experience  than  we  did  and  we  wanted  to  gain  their 
advice  and  their  experience,  but  mostly  their  support  and  their 
buy -in. 

Bonney:   Did  they  begin  to  take  a  disability  civil  rights  perspective  in 
their  own  areas? 

Kaplan:   Sure.   I  mean,  to  some  extent,  although  I  think  many  of  the  other 
civil  rights  groups  have  not  done  a  very  good  job  at  recognizing 
the  overlap  between  their  constituency  and  ours  and  taking  any 
real  responsibility  for  dealing  with  the  needs  of  people  who  fall 
in  more  than  one  category. 
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Bonney:   So  basically  the  women's  group  see  women  as  their  issue,  not  women 
with  disabilities,  because  there's  a  group  for  them  somewhere 
else? 

Kaplan:   Right.   Yes. 

Bonney:  Did  these  people  who  attended  it—other  associations  or  groups- 
join  in  any  kind  of  coalitions  along  the  way  with  DREDF  to  fight 
specific  issues  or  work  on  specific  things? 

Kaplan:   Well,  actually  the  Leadership  Conference  on  Civil  Rights  is  the 

name  of  a  long-standing  civil  rights  coalition  in  Washington,  D.C. 
that  includes  labor  organizations,  civil  rights  groups  and  other 
historic  civil  rights  supporters.   DREDF  is  a  member,  and  I  think 
DREDF  gained  elevated  status  within  that  group,  and  it  became 
easier  to  get  that  coalition  to  get  on  board  with  disability 
issues,  in  supporting  disability  issues.   Disability  groups  are 
actively  a  part  of  that  coalition  and  have  fought  for  other  civil 
rights  causes,  as  well,  as  a  part  of  that  coalition. 

Bonney:   So  that  the  meeting  that  was  held  by  DREDF,  I'm  assuming  it  was 
here  in  Berkeley? 

Kaplan:   Yes. 

Bonney:   Was  this  the  beginning  of  this  national  leadership  conference  that 
continues  now? 

Kaplan:   No,  the  Leadership  Conference  on  Civil  Rights  has  existed  for 

decades.   It  primarily  started  I  think  as  a  coalition  of  labor  and 
black  groups  during  the  beginning  of  the  civil  rights  era  and  it 
has  gradually  expanded  and  increased. 

Bonney:   Okay,  so  this  conference  that  was  held  by  DREDF,  then,  was  just 
sort  of  elevating  DREDF 's  image  so  that  when  they  moved  into  the 
national  leadership  conference- 
Kaplan:   DREDF  had  been  a  member  before  then,  and  there  were  other 

disability  groups  that  had  been  members  but  had  not  really  been-- 
the  other  civil  rights  leaders  didn't  understand  disability  issues 
and  weren't  terribly  receptive  about  dealing  with  them  as  a 
coalition. 

Bonney:   In  one  of  the  articles  we're  going  to  talk  about,  you  stated  that 
unions  are  sometimes  very  supportive  of  employees  who  become 
disabled,  to  retrain  them  and  keep  them  in  the  job.   But  if 
there's  a  disabled  person  trying  to  get  a  job  that's  a  union  job, 
they're  not  real  supportive.  Was  that-- 
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Kaplan:   Well,  there's  a  conflict,  and  it's  getting  played  out  now  under 
ADA  case  law,  because  there  are  conflicting  obligations  from  an 
employer's  point  of  view.   The  ADA  says  under  the  reasonable 
accommodation  requirement,  that  changing  the  lines  of  seniority 
may  be  an  accommodation—if  somebody  with  a  disability  wants  to 
work  in  a  company  where  ordinarily  you  have  to  work  up  to  get 
certain  positions,  but  because  of  their  disability  they  can't  do 
the  entry-level  jobs—under  the  ADA  an  accommodation  would  be  made 
to  allow  them  to  apply  for  a  different  job  that's  higher  up  the 
lines  of  seniority.   But  the  collective  bargaining  agreement 
wouldn't  allow  that,  and  so  there 've  been  cases  where  there's 
actual  conflicts. 

The  union,  as  the  negotiator  of  the  collective  bargain 
agreement  from  the  employee's  point  of  view,  wants  to  keep  the 
collective  bargaining  agreement  intact,  they  don't  want  any  reason 
for  the  employer  to  be  able  to  bypass  it.   And  in  some  collective 
bargaining  agreements,  unions  have  been  receptive  to  actually 
altering  the  terms,  so  that  it's  okay,  that  kind  of  accommodation, 
but  in  many  instances  they've  fought  it  tooth  and  nail.   I'm  not 
sure  that  there's  been  any  one  direction  that  the  cases  have  gone 
in,  but  I  think  we've  been  losing  on  that  one.   But  they  have  a 
conflict  of  interest:  on  the  one  hand  they're  supposed  to 
represent  the  needs  of  all  employees,  and  on  the  other  hand  they 
have  a  collective  bargaining  agreement  that  says  you  do  it  this 
way. 

There  are  other  instances  where  unions  are  in  somewhat  of  a 
double  bind  and  I  have  a  feeling  this  happens  in  more  than 
disability  issues,  where,  say  a  person  with  a  disability  wants  an 
accommodation  that  would  require  other  employees  to  change  their 
behavior  or  move  around  or  where  the  person  with  a  disability  gets 
an  accommodation  that  is  regarded  by  others  as  a  special,  you 
know,  favor,  and  they  don't  like  it.  Well,  who  does  the  union, 
then,  stand  behind  when  they've  got  a  conflict  between  their 
members?   It  all  depends  on  the  leadership  of  the  union  within 
that  company  and  whether  they  are  willing  to  stand  behind  their 
members  with  disabilities,  or  what  their  own  bias  is,  or 
preferences  are.   It  gets  played  out  in  different  ways.   But  I 
think  it's  a  mistake  for  employees  with  disabilities  to  always 
expect,  even  if  they  belong  to  the  union,  to  have  the  union  stand 
behind  them  all  the  time;  it  doesn't  always  happen.   And  sometimes 
it  happens  wonderfully:  some  labor  leaders  have  been  fantastic, 
some  shop  stewards  have  been  absolutely  marvelous  about  protecting 
the  rights  of  their  members  with  disabilities,  and  others  are 
horrible. 

Bonney:   Well,  historically  the  disabled  movement  has  aligned  itself  with 
labor  unions. 
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Kaplan:   Sure. 

Bonney:   Why  would  they  do  that? 

Kaplan:   Well,  there's  more  in  common,  I  think,  with  labor  unions  than  with 
employers.   Employers  have  historically  fought  disability  civil 
rights  and  employment  discrimination  laws  tooth  and  nail.  And  we 
have  more  in  common  with  organized  labor.   Organized  labor  has  a 
history  of  being  supportive  of  civil  rights,  but  like  most  other 
large  institutions,  the  leadership  doesn't  have  that  much  control 
over  the  people  under  them.   Some  of  their  folks  are  great  and 
some  aren't.   Some  unions  are  better  on  disability  issues  than 
others.   It's  just  not,  you  know,  black  or  white. 


Developmental  Disabilities  and  Employment  Discrimination  Issues, 
1981 


Bonney:   Okay,  now,  also  while  you  were  at  DREDF,  you  wrote  a  report  called 
"De-institutionalization,  Freedom  from  Confinement:  The  Road  to 
Self-determination,"  which  was  really  talking  about  getting 
developmentally  disabled  people  out  of  large  institutions  and  into 
either  the  least  restrictive  environment  or  into  a  normalization 
sort  of  situation.  What  does  it  mean,  "a  least  restrictive 
environment?"  What  is  that  supposed  to  be? 


Bonney:   Debby,  we  were  talking  about  a  report  that  you  wrote  while  you 

were  working  with  DREDF  on  deinstitutionalization  of  people  with 
developmental  disabilities  and  we  were  talking  about  "a  least 
restrictive  environment"  and  what  that  meant.   Could  you  tell  me 
what  that  means  in  context  with  developmental  disability? 

Kaplan:   Well,  I  think  it  doesn't  mean  anything  too  different  than  what  it 
means  for  anybody.   The  institutional  setting  is  the  most 
restrictive  because  people  have  the  least  amount  of  choice  over 
many  aspects  of  how  they  live  their  lives,  from  what  they  eat 
everyday,  where  they  sleep,  what  time  they  wake  up,  what  they  do 
during  the  day,  and  where  they  can  go.   In  a  community  setting 
like  a  group  home,  there's  less  restrictions  like  that,  and 
depending  on  the  nature  of  the  group  home,  individuals  can  have 
more  and  more  control  over  decisions  like  that  on  a  group  basis  or 
even  individually  and  then  if  a  person  is  living  on  their  own,  in 
their  own  apartment  or  placement  where  they  have  some  support, 
they  would  have  the  most  freedom  over  how  they  live  their  lives. 
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Bonney:   Now  there  are  people  who  would  say  that  people  with  developmental 
disabilities  need  to  be  in  institutions  for  their  own  safety  and 
their  own  good.   How  do  you  answer  that? 

Kaplan:   Well,  I'm  not  sure  that  the  data  supports  that.   There  have  been 

plenty  of  instances  of  abuse  in  institutions  and  harm  to  residents 
and  I  think  many  of  the  advocates  for  community  services  would  say 
it  all  depends  on  how  much  resources  go  into  the  community 
services  and  how  supportive  they  can  be.   Some  people  need— 
because  they  lack  a  lot  of  the  ability  to  make  their  own 
decisions—more  support  in  making  decisions  and  in  how  they  live 
their  daily  lives,  but  that  can  be  provided  in  a  small  group 
setting  as  well  as  in  an  institution.   But  small  group  settings 
tend  to  be  more  responsive  to  the  needs  and  capabilities  of  the 
individual  because  a  large  institution  really  takes  on  a  life  of 
its  own:  it  has  its  own  needs,  and  its  own  appetites  for  how  it 
operates  because  it's  so  big. 

And  then  I  think  more  than  that—some  people  would  probably 
say,  to  a  certain  extent,  that  the  amount  of  risk  to  the 
individual  is  counterbalanced  by  the  amount  of  choice  the 
individual  and  freedom  the  individual  has.  And  you  try  to  strike 
a  balance,  but  to  assume  that  your  primary  goal  is  to  minimize 
risk  and  that  it  is  perfectly  okay  to  sacrifice  freedom  and  choice 
in  order  minimize  risk  is  keeping  that  balance  way  out  of  balance, 
really. 

You  know,  I  think  a  lot  of  parents  who  have  placed  their 
children  in  institutions  have  an  overwhelming  need  to  rationalize 
that  choice,  to  feel  good  about  that  choice.   Institutions  are 
generally  not  really  pleasant  places  for  people  to  live.   Group 
homes  can  be  awful,  too.   All  of  it  needs  to  be  monitored,  and 
there  need  to  be  standards  of  quality,  but  most  people  don't  see  a 
reason  for  a  large  institution.   You  can  do  a  lot  of  what  large 
institutions  do  in  a  community  so  that  people  are  not  hidden  away. 

Bonney:   Back  in  the  eighties,  early  eighties,  when  you  wrote  this  report- 
why  was  it  written?  Why  were  you  studying  this  issue? 

Kaplan:   There  were  a  lot  more  large  institutions  throughout  the  country 

and  de-institutionalization  was  still  a  huge  issue.   Now  there's  a 
lot  more  community  services  and  that's  been  the  trend  for  quite  a 
while,  but  back  then  it  was  pretty  new  stuff  and  for  most  people 
with  developmental  disabilities,  large  institutions  was  pretty 
much  the  only  choice  aside  from  parents  just  deciding  if  they  were 
going  to  keep  their  child;  then  they  were  on  their  own  and  they 
didn't  get  much  support  from  the  state. 

Bonney:   Have  things  improved  with  small  group  homes? 
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Kaplan:   Yes,  I  think  things  have  improved.   But  it  all  depends  on  how  much 
resources  the  state  puts  into  the  group  home  and  how  much 
monitoring  they  do  of  the  quality  there.   A  group  home  doesn't 
guarantee  anything,  it's  just  a  better  way  to  go,  provided  that 
there's  oversight  and  there's  clear  standards  of  quality  that 
relate  to  choice  and  freedom  for  people. 

Bonney:   You  talked  a  little  bit  about  a  backlash  in  the  Transbus  issue, 
for  instance,  about  the  federal  government  mandating  what 
something  would  look  like.   In  this  situation,  the  Supreme  Court 
took  up  the  issue  of  least  restrictive  environments  and  what  that 
meant  and  how  it  was  supposed  to  be  offered  and  they  came  up  in 
the  Southeastern  Community  College  v.  Davis  decision  that  50A 
never  mandated  what  kind  of  accommodation  or  what  kind  of  living 
situation  someone  must  have,  it  was  just  more  of  a  guiding 
principle.   The  Supreme  Court  has  issued  decisions  that  go  against 
people  with  developmental  disabilities  and  saying  that  the  law 
never  meant  to  say  or  mandate  that  you  give  a  least  restrictive 
environment. 

Kaplan:   Yes,  I  think  that  has  changed  over  time. 
Bonney:   Has  it?  What's  different? 

Kaplan:   I  don't  know.   I  haven't  kept  up  with  that  field  all  that  well, 

but  partly  it's  a  federal-state  issue  and  whether  the  states  have 
the  ability  to  make  their  own  decisions  about  how  they're  going  to 
structure  their  services.   And  at  that  level,  advocates  have  been, 
I  think,  fairly  successful  in  most  states  in  getting  rid  of  the 
large  institutions.   I  know  that  the  Supreme  Court  has—partly 
because  of  the  ADA--and  because  the  ADA  is  much  more  clear  in  that 
regard  about  what  least  restrictive  environment  means,  there  have 
been  more  cases  going  the  other  way,  not  just  around  institutions 
for  the  developmentally  disabled  people  but  whether  states  need  to 
provide,  say,  twenty-four-hour  attendant  care  for  people  who  need 
attendant  services.   Because  in  some  states  they  weren't  providing 
it  and  they  were  saying  if  you  had  a  level  of  need  for  attendant 
care  that  was  over  a  certain  number  of  hours  per  day  then  you  had 
to  go  into  a  nursing  home.  And  the  ADA  has  been  used  to  overthrow 
that  policy. 

Bonney:   Okay.  What  has  been  the  importance  of  this  least  restrictive 
environment  sort  of  fight  that  had  to  go  on?  What  is  its 
importance  for  the  movement?  What  has  it  done? 

Kaplan:   I  think  it's  given  legal  ammunition  for  people  who  just  in  their 
gut  know  that  the  options  they're  getting  from  the  state  in  terms 
of  services  are  wrong:  that  it  shouldn't  be  the  degree  of 
disability  that  determines  where  you  live,  and  that  regardless  of 


how  disabled  you  are,  where  you  live  or  where  you  go  to  school 
should  still  be  responsive  to  what  you  need  as  opposed  to  just 
saying,  well,  if  you  need  too  much,  then  off  you  go  to  living  in  a 
very  restrictive  place  or  getting  served  in  a  place  where  you  are 
treated,  you  know,  almost  like  you're  in  jail.  And  that's 
basically  what  it's  all  about. 

Bonney:   You  also  published  in  '81  an  article  on  "Employment  Rights:  The 

History,  Trends,  and  Status."  Why  was  this  work  significant?  Why 
did  you  take  it  on?  Why  were  you  doing  it? 

Kaplan:   Oh,  because  at  that  point  people  with  disabilities  had  virtually 
no  rights  in  the  work  place  to  protect  them  from  discrimination 
based  on  disability.  And  if  you  had  a  disability,  it  was  fairly 
predictable,  at  that  point,  that  that  would  be  the  reason  why  you 
couldn't  get  a  job,  and  that  was  widely  accepted  by  employers  and 
people  with  disabilities  and  others.   Compared  to  other  groups 
that  had  civil  rights  protection,  disabled  people  just  had 
virtually  nothing.   What  was  on  the  books  was  not  being  used  very 
well:  people  didn't  know  about  it,  employers  didn't  pay  much 
attention  to  it. 

Bonney:   This  work  also  talks  about  the  three  definitions  of  disability 
under  504:  being  disabled,  being  considered  disabled,  or-- 

Kaplan:   Or  the  three  parts  of  the  definition. 

Bonney:   Yes.   Those  have  been  debated  ad  nauseam.   In  the  article,  you 
talked  about  all  these  different  stages  the  definition  went 
through  that  was  being  used.   Why  is  the  definition  of  disability 
so  important? 

Kaplan:   It  still  is,  under  the  ADA  for  employment  cases.   Why  is  it  so 

important?  Well,  from  a  practical  point  of  view  because  if  you 

have  faced  discrimination  that's  based  on  disability  status  but 

the  courts  don't  find  that  you  are  covered  by  the  law,  then  you 
don't  have  any  protection.   I  mean  it's  fairly  simple. 

The  problem  with  the  definition  as  it's  evolved  with  504  and 
the  ADA  is  that  the  courts  have  a  very  poor  context  for 
understanding  disability  in  a  civil  rights  context,  still.   Most 
of  the  cases  that  come  before  judges  where  there  is  a  definition 
of  disability,  [the  definition]  has  to  be  adjudicated  before  the 
rest  of  the  case  can  proceed.  Most  of  the  other  cases  have  to  do 
with  eligibility  for  benefits  of  one  kind  or  another,  private  or 
public,  and  the  courts  have  gotten  used  to  that  being  the  context 
for  a  definition  of  disability:  whether  somebody  is  covered  or 
not.   It's  based  on  whether  somebody  has  a  true  disability  under 
the  terms  of  the  law,  the  particular  law,  and  then  they  get  the 
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benefits  if  they  are, 
not  apply. 


If  they  meet  other  tests  that  may  or  may 


Under  the  ADA  and  under  section  504,  that's  really  not  what 
the  definitions  are  all  about:  the  civil  rights  laws  are  not 
social  benefits  that  people  with  disabilities  get  if  they  qualify, 
it's  basic  protection  from  discriminatory  behavior.   The  only  way, 
really,  that  the  two  non- functional  prongs--parts--of  the 
definition  make  any  sense  is  if  you  look  at  them  in  the  context  of 
the  prohibitive  behavior  that  allegedly  occurred,  not  whether  the 
individual  fits  into  a  certain  category  or  not.   Because  if  you 
are  discriminated  against  because  you  have  a  history  of  a 
disability,  it's  the  employer  making  the  assumption  that  that  may 
cause  problems  in  the  future  and  keeping  you  out  of  a  job  or 
whatever,  firing  you.   That's  what  triggers  your  being  covered. 

The  same  with—even  more  so—being  regarded  as  having  a 
disability:  in  that  case  there's  no  functional  impairment,  but  the 
employer  is  acting  as  though  there  is  and  that's  what  causes  you 
to  be  covered.   It's  the  behavior  of  the  employer  that  causes  you 
to  be  covered,  not  whether  you  have  some  characteristic  that  gets 
you  a  social  goodie.   The  judges  just  don't  get  it,  they  don't  get 
it. 

I  doubt  that  the  Supreme  Court  will  get  it.   If  we're  lucky 
with  the  HIV  case  that  was  just  argued  before  the  supreme  court— 
if  we're  lucky— they ' 11  probably  decide  the  individual  is  covered 
because  they  actually  fit  the  first  part  of  the  definition  even 
with  HIV  and  not  full-blown  AIDS  because  they  had  to  limit  their 
reproductive  activities— which  is  just  stretching  things  to  a 
ridiculous  point,  if  you  ask  me.   Clearly  they're  covered  under 
the  third  part  of  the  definition,  but  the  judges  don't  like  the 
third  part  of  the  definition  because  it  doesn't  fit  their  usual 
way  of  looking  at  disability  legally.   They  don't  like  it,  they 
don't  pay  any  attention  to  it. 

Bonney:   How  come  they  can't  get  it? 

Kaplan:   Because  they  don't  basically  accept  the  notion  that  what's 

happening  here  involves  civil  rights.   They  regard  the  ADA  as 
providing  special  benefits  to  disabled  people.   If  you're  disabled 
you  get  accommodation.   If  you're  disabled,  you  get  treated  better 
than  other  employees.   I  think  that's  how  they  regard  the  ADA, 
they  don't  get  it. 

Bonney:   Couldn't  the  disabled  community  train  them  [laughs]? 
Kaplan:   There's  a  lot  of  judges  out  there. 
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Bonney:   They  have  all  kinds  of  trainings --isn' t  that  possible? 

Kaplan:   Well,  I  think  there  have  been  trainings  through  the  National 
Judicial  College,  which  is  a  forum  where  judges  get  ongoing 
professional  training.   But  you  know,  they're  only  optional, 
they're  offered  occasionally  as  optional  workshops  for  a  few 
judges  who  happen  to  be  at  the  training  that  session.  And  there's 
nothing  mandating  every  judge  to  get  training  in  disability  civil 
rights.   And  I  doubt  that  there  ever  will  be. 

Bonney:   One  of  the  things  that  you've  said  in  this  article  is  that  test 
cases  should  be  avoided  if  they're  complex  or  have  costly 
remedies,  but  that  concepts  such  as  reasonable  accommodation 
should  be  carefully  presented—by  fact  situations—with  easily 
comprehendible  factors. 

Kaplan:   Right.   You  don't  give  them  stuff  that's  too  complex  or  too 

speculative  because  you're  likely  to  lose.   I  mean,  that's  just 
common  litigation,  that's  standard  DREDF  line,  also.   I  mean,  if 
you  look  at  how  the  law  develops,  it  has  to  develop  progressively. 
In  a  progression  where  you  give  the  judges  the  easy  stuff  first, 
they  write  cases  that  give  you  what  you  want  and  explain  why  and 
the  next  case  builds  on  that.   You  can't  ask  them  to  decide 
something  that  they  don't  get,  I  mean,  it's  like  the  definition, 
you  can't  bring  the  most  speculative,  tangential  case  in  the 
beginning  and  expect  that  you're  going  to  get  anything  but  a 
decision  that  goes  against  you.   And  the  language  of  the  decision 
going  against  you  could  be  far  more  damaging  than  just  applying  to 
that  situation. 


Bonney:   What  has  been  the  effect  of  this  restrictive  litigation  and 

mitigating  employment  discrimination?  Does  it  just  slow  it  down, 
or  what?   You  know,  if  you  can't  take  the  tough  cases  because 
people  haven't  progressed  enough- 
Kaplan:   Because  you  might  lose? 

Bonney:   Yes --what  effect  has  that  had  on  the  whole  employment 
discrimination  area? 

Kaplan:   Well,  I  don't  know.   You  want  the  cases  that  you  have  victories  in 
to  make  sense  to  people  because  when  the  press  reports  on 
something,  you've  got  to  win  a  public  relations  battle  as  well  as 
a  legal  battle  in  order  to  affect  employers'  behavior  and  to  ward 
off  a  legislative  backlash. 

Implicit  in  your  question  is  a  worry  that  if  the  most 
innovative  cases  don't  go  ahead,  then  people  won't  be  able  to 
assert  their  rights  as  much.   On  the  other  hand,  there  are  lots  of 
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flaky  lawyers  out  there  that  don't  know  the  ADA  or  504  who  will 
take  cases  that  have  very  little  merit  and  push  them  ahead.   They 
get  a  bad  decision  that  has  a  bad  impact  on  the  entire  area  of  the 
law,  and  everybody  would  like  to  kill  them  because  it  affects  far 
more  than  just  their  client.   And  so  I  think  those  cases  are  more 
risky  and  more  damaging  potentially  than  the  cautious  approach, 
even  if  a  really  speculative  or,  you  know,  not  as  obvious  case 
wins.   If  the  press  reports  on  it  as  though  this  is  just  the  most 
ridiculous  outrage  they've  ever  heard  of,  then  that's  just 
inviting  the  legislature  to  rewrite  the  law  to  keep  those  kinds  of 
cases  from  ever  coming  forward  again.   So  I  think  you  have  to  be 
practical  and  you  have  to  be  cautious  or  you  could  end  up  losing  a 
whole  lot  more  than  you  think.   Because  we  don't  control  the 
judges,  and  we  don't  control  the  press,  and  we  don't  control  the 
Congress. 

Bonney:   Another  statement  made  in  the  article  was  that  the  physically 

disabled  contingent  needs  to  move  closer  to  the  developmentally 
disabled  contingent  so  they  have  more  political  power.   Has  that 
happened? 

Kaplan:   Sometimes,  it  depends  on  the  issue.   The  melding  of  those  two 

groups  politically  is  never  going  to  happen  on  a  permanent  basis. 
It's  just  two  different  constituencies.   The  People  First  sort  of 
organizations  that  are  of  people  with  disabilities,  themselves, 
are  a  natural  ally  with  the  broader  consumer  movement  of  people 
with  disabilities.   But  those  organizations  tend  to  need  a  lot  of 
support,  and  a  lot  of  resources,  and  they  tend  to  flounder  and  not 
have  much  stability,  and  so  it's  difficult  to  include  them  in  the 
movement  because  they  come  and  go.   The  other,  more  stronger  part 
of  the  DD  movement  primarily  consists  of  parents  and  professionals 
who  really  don't  necessarily  have  common  cause  with  consumers  with 
disabilities . 

Often  some  of  their  organizations  like  the  United  Cerebral 
Palsy  Association  and  others  become  providers  of  services  because 
they  don't  like  other  services  that  are  provided,  but  as  soon  as 
they  become  providers  of  services,  that's  an  entirely  different 
constituency.   It's  sort  of  like  the  battles  with  independent 
living  centers  over  whether  you  can  provide  services  and  be  an 
advocate  at  the  same  time,  it's  the  same  conundrum.   But  when  it's 
parents,  you're  even  that  much  further  removed  from  the  consumer 
point  of  view. 

So  there's  a  lot  of  reasons  why  there  is  never  going  to  be 
any  real  strong  formal  reconciliation  between  those  groups.   It 
would  be  nice,  and  sometimes  politically  they  do  come  together 
where  there's  commonality  of  issues  like,  you  know,  saving 
benefits,  primarily,  and  sometimes  on  the  reauthorization  of  IDEA 
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[Individuals  with  Disabilities  Education  Act]  there  was  a  strong 
coming  together  of  those  groups.   It  just  all  depends  on  the 
issue.   But  on  some  of  our  issues,  they're  not  all  that  strong 
about  and  some  of  the  things  we  want  conflict  with  their  positions 
as  providers  of  services. 

Can  you  give  me  an  example?  Can  you  think  of  one? 

We  might  want  a  system  that  gives  an  individual  far  more  autonomy 
over  decision-making  around  what  services  they  get,  that  provides 
more  competition  between  service  providers,  that  gives  individuals 
vouchers  to  purchase  services  or  something.   Some  of  the  more 
entrenched  service  providers  that  have  been  around  a  long  time 
would  be  very  threatened  by  that. 


Tell  me  what  it  was  like  working  at  DREDF. 
got  there  had  it  formed? 


How  soon  before  you 


Two,  three  years,  I  guess.   DREDF  was  still  creating  its  identity, 
struggling  for  recognition,  at  that  point  not  very  well  recognized 
within  the  disability  movement,  and  so  what  we  did  was  more  local 
in  scope.   DREDF  was  not  looked  upon  as  sort  of  the  national 
disability  litigation  resource  that  it  now  is. 

Where  was  it?   Where  was  it  located? 

Well,  when  I  started  working  there  it  was  on  Telegraph  Avenue  and 
then  it  moved  to  San  Pablo. 

Where  it  is  now? 

No.   For  several  years  it  was  at  San  Pablo  near  University. 

When  you  walked  into  DREDF,  when  you  first  started,  what  did  it 
look  like? 

A  large  open  space  with  offices  on  the  outside  off  a  large  open 
space  in  the  middle. 

How  many  people  worked  there? 

I  don't  know- -ten  or  twelve. 

Who  were  they?  You  mentioned  Bob  Funk.  Who  else  was  there? 

Bob  Funk,  Mary  Lou,  Pat  Wright  came  on  later,  Shirley  Nakao, 
Arlene  Mayerson--! 'm  going  to  cheat-- [sliding  papers]--I'm  trying 
to  remember  the  name  of  a  fellow  whose  since  gone  on--I  don't 
remember. 
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Bonney:   You  were  a  lawyer? 
Kaplan:   Yes,  staff  attorney. 

Bonney:   Now,  you  intrigued  me  when  you  said  that  you  never  really  had  a 

job  description  at  DREDF,  but  you  were  there  for  five  years.   How 
did  you-- 

Kaplan:   I  worked  on  the  pre-employment  medical  standards  project,  I  did  a 
lot  of  work  on  a  Pennhurst  amicus  brief  for  the  Supreme  Court  on 
behalf  of  People  First  and  other  disability  organizations.   I 
spent  a  fair  amount  of  my  time  at  DREDF  on  the  DD  council,  and  a 
variety  of  other  things  that  would  come  up.   I  was  involved  in 
training  lawyers  who  DREDF  would  refer  disability  cases  to, 
through  the  legal  referral  program  we  had  there.   A  variety  of 
other  things. 

Bonney:   Tell  me  about  the  atmosphere  there. 

Kaplan:   Well,  most  of  the  people  there  were  pretty  strong,  autonomous  sort 
of  workers.   We  didn't  have  a  lot  of  staff  meetings,  occasionally 
we  would  all  pull  together  to  work  on  a  project,  like,  for 
instance,  this  law  reform  and  disability  rights  conference  that 
Mary  Lou  was  referring  to  as  a  leadership  conference,  and  other 
things.   But  it  was  pretty  free-wheeling,  people  got  to  do  what 
they  wanted  to  and  often  operated  pretty  autonomously. 


Appointment  to  Developmental  Disabilities  Council 


Bonney:   Now,  you  did  mention  that  Ed  Roberts  at  that  point  was  at  DR,  the 
state  DR  and  he  appointed  you  to  the  state- - 

Kaplan:   He  recommended  that  I  be  appointed.   I  was  actually  appointed  by 
the  speaker  of  the  assembly. 

Bonney:   What  did  you  do  on  that  council?  Did  you  work  with  Ed,  directly? 

Kaplan:   Sometimes,  not  really.  We  would  attend  meetings  and  the  staff 
supported  us  and  we  worked  on  various  subcommittees.   A  lot  of 
what  we  did  was  policy  development  or  intervening  when  regional 
centers  were  in  trouble,  working  with  the  area  boards  on  various 
advocacy  projects,  helping  get  People  First  off  the  ground  and 
helping  to  support  them. 

Bonney:   Now,  tell  me  what  People  First  is. 
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Kaplan:   It's  an  organization  of  people  with  developmental  disabilities. 
Bonney:   And  it's  an  advocacy  group? 

Kaplan:   Advocacy,  peer  support,  whatever  the  group  decides  it  wants  to  do. 
The  Sacramento  chapter  at  the  time  that  I  was  on  the  DD  council 
was  very  strong  and  we  wound  up  bringing  people  from  the  People 
First  organization  onto  the  council.   But  a  lot  of  what  the 
council  did  depended  on  the  staff  and  how  strong  the  staff  was. 

Bonney:   What  were  the  main  issues  at  that  point? 

Kaplan:   Creating  more  community  services.   Oh  there  were,  it  was  many 
years  and  so  there  were  a  variety  of  things- -funding  for  area 
boards,  what  kinds  of  issues  area  boards  would  get  involved  in-- 
there  was  a  strong  legislative  presence,  and  a  lot  of  it  was 
advocating  either  for  civil  rights  and /or  for  more  community 
services.   We  would  intervene,  I  mean,  several  regional  centers 
experienced  fiscal  difficulties  and  it  was  the  state  DD  council 
that  would  go  in  and  hold  hearings  and  figure  out  what  to  do  about 
it.   The  state  DD  council  dispersed  a  certain  amount  of  federal 
money  for  innovative  projects,  so  there  is  a  variety  of  different 
things . 

Bonney:   And  so  you,  as  the  chair,  at  some  point  oversaw  that  sort  of  thing 
or  approved  what  the  staff  was  doing? 

Kaplan:   Yes,  the  staff  would  make  recommendations  to  the  council  as  a 

whole.   I  chaired  the  meetings  and  had  a  strong  relationship  with 
the  executive  director. 


Reasons  for  Leaving  DREDF.  1985 


Bonney:   Okay,  now  you  left  DREDF  in  January  of  '85.  Why  did  you  leave? 

Kaplan:   I  really  wanted  to  do  my  own  thing.   I  wanted  to  try  different 

areas.   I  was  interested  in  becoming  an  expert  witness  on  personal 
injury  cases.   I  was  interested  in  changing  the  way  that  personal 
injury  attorneys  argue  for  damages  for  an  individual,  and 
interested  in  developing  ways  that  lawyers  could  argue  that  people 
needed  support  in  order  to  live  independently  as  opposed  to 
arguing  that  people  needed  money  because  their  lives  were 
tragedies.   And  I  did  that  sort  of  work  for  a  while. 

Bonney:   You  could  you  not  do  that  at  DREDF? 
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Kaplan:   That  was  independent  consulting  and  it  was  really  not  what  DREDF 
was  interested  in  doing.   I  was  interested  in  working  on  my  own, 
having  more  flexibility,  being  able  to  do  a  variety  of  other — 
trying  out  other  things—getting  more  involved  directly  with  the 
non-disability  legal  profession. 

Bonney:   Debby,  before  we  stop,  I  do  want  to  ask  you  one  question.   We 
talked  a  lot  today  about  society  devaluing  people  with 
disabilities,  and  as  a  person  with  a  disability,  how  do  you  deal 
with  that? 

Kaplan:   I  think  I've  developed  a  way  of  operating  where  I  just  assume  that 
people  will  treat  me  well  and  sort  of  impose  that  [laughs] 
assumption  on  other  people.   I  tend  to  be  somewhat  oblivious 
sometimes  to  slights  or  things  that  other  people  might  be  bothered 
by  if  they're  slight  if  they're  minor.   I've  become  a  little  bit 
more  forgiving  over  time,  I  think.   But  I  just  tend  to  assert  my 
presence  in  a  way  that  I  make  it  fairly  clear  to  people  around  me 
that  I  expect  to  be  treated  a  certain  way.   I  don't  know,  that 
comes  with  age.   It  comes  with  experience.   I  find  it  works,  but 
it  certainly  doesn't  work  to  be  constantly  looking  for  slights  and 
constantly  looking  for  ways  to  feel  like  a  victim,  it  just  is  a 
very  unhealthy  way  to  go  about  living,  I  think.   You  know,  when  I 
was  younger  I  think  I  operated  that  way.   I  was  more  likely  to  be 
looking  for  things  to  be  complaining  about  I  think  and  I  just--I 
don't  have  time  for  that  anymore. 

When  I'm  in  a  situation  where  I  feel  like  somebody  is  really 
blowing  it,  you  know,  and  doing  something  inherently  stupid  or 
offensive,  like  not  talking  to  me  directly  in  a  restaurant  or 
something,  I'll  just  say,  "You  know,  I  really  would  prefer  it  if 
you  would  talk  to  me  directly,"  or  whatever.   Sometimes,  you  know, 
they'll  just  push  a  button  and  I'll  get  more  emotional,  but  I 
really  try  not  to  do  that.  My  son  can't  stand  it,  he  just  can't 
stand  having  parents  who  are  assertive  about  themselves  and  their 
disabilities  because  it  draws  attention  to  our  disabilities,  which 
he  would  just  assume  everybody  ignored.   But  it's  interesting,  I 
feel  like  I'm  training  how  to  be  more  of  an  advocate  for  himself, 
whether  he  is  comfortable  around  it  right  now  or  not . 

And  in  other  situations  I  will  just—like  how  many  times 
have  we  all  been  in  situations  where  we're  waiting  for  service, 
you  know,  and  people  either  don't  see  us  because  the  counters  are 
too  low  or  they  choose  not  to  see  us  and  wait  on  other  people? 
And  that  just  really  bothers  me  and  I'll  be  fairly  assertive.   I 
really  hate  it  when  people  walk  in  front  of  me  in  line,  and  just 
sort  of  pretend  that  I'm  not  there  to  be  waited  on  like  everybody 
else,  you  know.   I'll  get  real  assertive  then  and  let  people  know. 
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But  I  think  generally  I  start  off  assuming  that  people  mean  well 
and  assuming  that  they  will  treat  me  well. 


Legal  Consulting  and  Work  in  Private  Practice 
[Interview  4:  April  23,  1998]  ## 


Bonney:   Debby,  when  we  stopped  last  time  you  were  talking  about  some 
reasons  why  you  left  DREDF,  and  one  of  those  was  to  become  an 
expert  witness  on  personal  injury  cases.   Did  you  do  that? 

Kaplan:   I  did  a  little  bit.   I  set  up  an  office  in  my  home  and  wrote  an 
article  that  appeared  in  the  state  bar  journal  arguing  that 
damages  in  personal  injury  cases  involving  permanent  disabilities 
should  be  based  on  what  a  person's  needs  are  for  living 
independently  as  opposed  to  playing  on  stereotypes  about  people's 
lives  being  damaged  and  playing  for  the  pity  of  the  jury.   And  so 
I  tried  to  pick  up  some  work  and  I  did  some.   I  did  a  few  cases  as 
an  expert  witness,  evaluating  what  it  would  cost  for  a  person  to 
be  set  up  living  independently  and  then  testifying  about  what 
those  expenses  would  be  in  trial. 

Bonney:   You  would  gear  it  specifically  to  the  person  who  was  in  the 
litigation? 

Kaplan:   Right.   Yes,  it  would  involve  an  evaluation,  figuring  out  what 

resources  were  available,  how  much  they  would  cost,  writing  up  a 
report,  possibly  getting  deposed  by  the  other  side  as  pre-trial 
discovery.   I  did  a  few  of  those,  but  I  didn't  really  know  how  to 
market  myself  very  well.  Marketing  is  a  huge  part  of  running  any 
business  and  I  was  pretty  naive  about  that,  didn't  understand  how 
much  work  it  was,  and  found  it  was  difficult  to  convince  lawyers 
to  use  this  approach  if  they  felt  they  could  get  more  money  using 
the  old  standard  approach.   I  did  this  for  a  couple  of  years. 

During  that  time  Desmond  was  born  and  so  part  of  the  time  I 
wasn't  working  all  that  hard.  And  then  eventually  I  discovered  it 
was  just  too  much  work,  too  much  work  that  I  didn't  really  know 
how  to  do  to  set  it  up  like  a  business,  figure  out--I  mean,  I 
wasn't--!  didn't  do  a  business  plan  or  anything.   [laugh]   I  would 
bring  in  money  and  I  had  no  idea  whether  it  was  covering  my  costs 
or  anything.  And  I  found  it  too  difficult  to  keep  up  the 
business. 

Bonney:   In  the  cases  that  you  did  work  with,  what  was  the  reception?  Did 
the  decision  go  towards  need  or  was  it  still  based  on  the-- 
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Kaplan:   I  think  almost  all  the  cases  were  settled,  so  I  couldn't  say  since 
most  cases  are  settled. 

Bonney:   Another  reason  that  you  said  that  you  wanted  to  leave  DREDF--and 

you  talked  about  it  just  a  little  bit  here- -was  that  you  wanted  to 
change  the  way  personal  injury  lawyers  argued  for  damages  for 
individuals . 

Kaplan:   Right. 

Bonney:   You  talked  about  that  just  now,  when  you  were  in  your  private 

work.  Why  is  it  important?  Why  do  you  want  to  change  that  way  of 
looking? 

Kaplan:   Well,  it  seemed  to  me  that  two  negative  things  would  happen  as  the 
result  of  the  standard  way  of  attorneys  arguing  for  damages .   One 
would  be  that  everybody  participating  in  the  case  would  have  all 
their  negative  stereotypes  about  disability  justified  and 
reinforced.  And  it  seemed  that  that  was  running  very  counter  to 
what  we  were  trying  to  accomplish  with  the  disability  rights 
movement.   In  addition,  having  met  people  who'd  gone  through 
litigation  as  plaintiffs  and  who  were  set  up  with  trust  funds  as  a 
result  of  litigation,  it  felt  to  me  that  it  was  very  damaging  for 
the  individual  who  would  spend  years—because  a  trial  could  take 
years—putting  together  evidence  and  convincing  themselves  that 
their  lives  were  a  tragedy  and  they  wouldn't  be  able  to  do 
anything.   And  that  would  be  happening  in  a  very  formative  time: 
where  a  person  makes  a  lot  of  key  decisions  about  how  they're 
going  to  live  with  their  disability  at  the  beginning  at  the 
disability. 

So  it  just  seemed  like  it  was  very  destructive  for  the 
individual,  who  could  wind  up  sitting  around  watching  TV  and  not 
doing  much  with  their  lives— even  though  they  got  money,  just  not 
feeling  like  they  could  do  very  much.   There's  something  very 
powerful  about  having  to  testify  in  front  of  a  jury,  and  in  front 
of  a  judge  about  how  negative  your  life  is  that  I  think 
psychologically  really  gets  reinforced  and  creates  a  pattern  for 
people  that's  difficult  to  break  out  of.   So  I  was  just  sort  of 
appalled  at  what  the  lawyers  were  doing  and  the  fact  that  they 
didn't  really  seem  to  care.   There's  this  whole  independent  living 
movement  going  on  and  they  were  oblivious  to  it,  and  even  a  little 
hostile  to  it  because  it  could  be  argued  by  the  other  side— by  the 
defense— as  an  argument  against  all  the  exorbitant  damages  because 
the  person's  life  really  isn't  over.  And  that's  pretty  ironic. 

Bonney:   How  were  the  newly  disabled  people,  themselves,  receptive  to  your 
idea?   I  mean,  I  would  think  they  would  want-- 
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Kaplan:   I  didn't  have  that  many  clients  that  I  actually  worked  with,  but 
yes,  I  think  they  were  happy  to  learn  that  there  were  resources 
and  to  have  somebody  who  could  serve  sort  of  as  a  peer  counselor 
and  mentor  because  they  were  fairly  isolated,  often,  and 
struggling  to  put  their  lives  together,  and  hoping  if  they  got  a 
settlement  or  if  they  got  a  judgment,  that  it  could  be  used  to  be 
independent  and  have  an  independent  lifestyle. 

Bonney:   So  they  had  a  lot  of  learning  to  do  at  the  same  time  about 
disability? 

Kaplan:   Yes.   I  think  they  were  mistakenly  thinking  that  their  attorneys 
were  going  to  help  them  out.   [dry  laugh] 

Bonney:   Another  reason  that  you  gave  was  that  you  wanted  to  get  involved 
with  the  non-disabled  legal  profession.  What  was  it  about  that 
that  you  wanted  to  participate  in? 

Kaplan:   Well,  throughout  law  school,  I  think  those  of  us  who  went  into 
public  interest  work  or  some  very  small  specialty  always  felt 
like,  you  know,  we  really  ought  to  do  what  everybody  else  is  doing 
and  go  experience  the  broader  legal  world  because  that's  what  we 
were  trained  for  and  that's  what  everybody  else  was  doing.   I  had 
--law  school  really  trains  you  for  litigation—and  I  never  spent 
much  time—with  a  few  exceptions--in  any  kind  of  litigation 
orientation  and  always  felt  a  little — I  can't  think  of  the  right 
word—but  a  little  like  I  should  be  doing  that,  you  know.   That 
was  real  law. 

Bonney:   When  you  say  litigation,  you  mean  going  into  the  courtroom? 

Kaplan:   Right,  preparing  for  trials.   But  every  time  I've  tried  it,  it's 
just  been  a  total  disaster.   It's  not  me.   But  I  think  you  always 
feel  a  little  like  that's  really  what  you  should  be  doing,  because 
you're  really  trained  that  that's  real  law  and  everything  else 
isn't  real  law.   I  was  dealing  with  a  very,  very,  very  small 
corner  of  the  legal  world  doing  disability  rights  work  and  wanted 
to  branch  out  and  do  something  that  was  a  bit  more  mainstream. 

Bonney:   So  what  did  you  do? 
Kaplan:   The  legal  consulting. 
Bonney:   With  a  firm? 

Kaplan:   Oh,  later  on,  I  went  and  worked  with  a  law  firm,  a  small  law 
practice  in  San  Francisco  for  a  summer,  which  was  a  disaster. 
See,  he  expected  me  to  know  what  I  was  doing  and  I  really  didn't 
at  all.   [laughs]   He  had  me  doing  very  simple  things  and  I  would 


95 


turn  them  into  very  complex  things  because  I  didn't  really  know 
what  I  was  doing. 

Then  I  worked  for  a  law  firm  in  Concord  for  a  year,  and  that 
was  also  not  a  great  experience.   The  partner  who  hired  me  wanted 
me  to  take  over  their  probate  work  and  had  this  idea  that  probate 
work  was  really  very  simple,  and  all  he  really  needed  to  do  was 
send  me  to  probate  secretarial  school  because  all  it  really  was 
was  filling  out  forms.  What  he  didn't  know  and  what  the  other 
partners  didn't  know  was  that  the  fellow  who  had  been  doing  the 
probate  work  for  this  firm  before  me  had  a  few  fairly  big  cases 
that  he  had  not  taken  care  of  very  well  that  were  in  trouble.   It 
took  me  a  while  even  to  understand  that  that  was  going  on  because 
I  didn't  know  the  area  at  all.  And  I  was  in  way  over  my  head 
without  really  any  support  from  the  law  firm  because  they  didn't 
think  it  was  such  a  big  deal. 

I  did  that  for  about  half  the  time  I  was  there  and  was  able 
to  do  one  disability  rights  case  while  I  was  there  as  co-counsel 
with  another  lawyer  from  outside  the  firm—which  was  fun--and  got 
me  sort  of  outside  of  the  drudgery  of  doing  just  standard  legal 
work  which  really  is  horrible.   [laughs]   It's  just  awful.   If  you 
have  the  luxury  of  doing  work  that  you  really  enjoy  and  that  you 
feel  good  about,  it's  just  horrible  doing  ordinary  work  that  you 
don't  care  about—very  dif f icult—probably  worse  for  somebody  like 
me  than  somebody  who's  never  really  had  a  job  that  they  cared 
about.   And  so  after  a  year,  the  partners  at  the  firm  decided  that 
they  wouldn't  continue  my  contract.  And  I  was  disappointed,  but  I 
was  also  quite  relieved  because  it  was  not  the  job  for  me.   And 
then  shortly  after  that  I  started  working  at  WID  [World  Institute 
on  Disability] . 


International  Travel  and  Support  of  the  Disabled  Rights  Movement 


Bonney:   Before  we  get  into  WID--about  1981--you  started  doing  some 

international  work.  And  I  think  your  first  trip  was  to  Japan,  if 
I'm  correct.   [tape  interruption] 

Kaplan:  There  were  a  few  trips  around  the  same  time.  If  the  first  one  was 
to  Japan  then  it  was  to  that  Able-lympics  [laughs]  which  was  quite 
a  boon-doggie. 

Bonney:   What's  that?  I  don't  know. 

Kaplan:   When  Ed  was  head  of  Rehab  he  was  asked  to  be  the  United  States 

coach—or  no— to  organize  a  United  States  team  in  an  international 
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sort  of  sheltered  workshop  competition  for  disabled  people  called 
the  Able-lympics  that  was  held  in  Japan  that  year.   It  might  have 
been  '81,  it  might  have  been  '80.   And  Ed  approached  it  in  his 
usual  way  as  just  a  total  boon-doggie  [laugh]  and  didn't  much  take 
it  seriously.  And  most  of  the  competitors  were  from  developing 
countries  where  there  still  are  a  lot  of  industrial  jobs  and  it 
makes  sense  for  people  with  disabilities  to  be  trained  in 
industrial  jobs  and  to  compete,  I  guess.   The  whole  thing  was 
pretty  unbelievable. 

Bonney:   Now  what  do  you  mean?  This  was  not  an  athletic  competition? 

Kaplan:   No,  it  was  not  an  athletic  Olympics.   It  was  a  job  training,  it 

was  a  job  Olympics  where  people  with  disabilities  who  were  working 
in  various—mostly  manual  work—but  a  lot  of  it  was  industrial.   A 
lot  of  it  was  sort  of  standard  sheltered  workshops,  sort  of  jobs 
where  they'll  create  a  profession  in  a  particular  country,  or 
they'll  identify  a  job  category  that  they  think  disabled  people 
should  get  trained  in.   And  so  the  physically  disabled  people  will 
all  get  trained  in—like  repairing  TVs  and  radios  — and  some  people 
will  get  trained  to  fix  shoes,  and  various  stereotype  ideas  of 
rehabilitation . 

So  there  was  this  international  competition  and  people  with 
disabilities  were  on  these  teams  and  they  were  competing  in 
different  job  categories  against  each  other.   They'd  have 
different  tasks  to  perform  within  certain  time  and,  you  know, 
certain  standards  of  quality  were  applied  to  the  finished  work.   I 
was  the  coach  for  the  United  States  team  which  was  a  total  joke. 
And  Ralf  was  a  competitor  which  was  even  a  bigger  joke.   [laughs] 

Bonney:   What  did  Ralf  do? 

Kaplan:  Milling,  milling  metal.  Parts.  Machine  tooling.  He  got  creamed 
by  these  Korean  guys  who  were  amputees,  who  were  experienced  with 
much  more  sophisticated  machinery  than  Ralf  was  used  to. 

But  the  whole  thing  was  just  amazing.   In  most  countries, 
the  non-disabled  people  were  sort  of  in  charge  of  the  teams,  the 
rehabilitation  professionals.  And  they  got  to  stay  in  nice  hotels 
in  Tokyo  and  the  competitors  stayed  in  an  old  Olympic  village 
outside  Tokyo  that  was  marginally  accessible.  We  were  driven 
around  in  old  school  buses  with  no  lifts,  so  they  had  Japanese 
military  people  who  were  carrying  people  on  and  off  buses!   The 
whole  thing  was  just  outrageous.   It  was  hardly  worth  the  trip. 
It  was  an  interesting  experience,  and  we  did  meet  some  Japanese 
disability  rights  leaders  while  we  were  there,  but  it  was  just 
[laughs]--!  look  back  on  it  and  think— "Oh,  my  god,  did  I 
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participate  in  that?"   [laughs]   That  may  have  been  the  first 
international  trip,  I'm  not  sure. 

I  also  did  a  lot  of  international  travel  with  Ralf,  tagging 
along  on  some  of  his  trips.  And  in  1981  we  went  to  the  first  DPI 
[Disabled  Peoples'  International]  convention,  in  Singapore.   And 
the  plan  for  the  DPI  trip  was  arranged  together  with  Sid  Wolinsky 
and  Pat  Kirkpatrick,  his  wife.   Sid  knew  people  at  the  Asia 
Foundation  and  so  we  applied  for  a  $5,000  grant- -which  was  a  lot 
more  money  back  then—for  a  tour,  a  disability  tour  of  Southeast 
Asia  starting  in  Singapore  and  then  going  into  Malaysia,  the 
Philippines,  Indonesia,  and  then  back  to  Singapore.  We  met 
disability  leaders  in  all  of  those  places,  interviewed  people,  and 
did  a  report.   Sid  and  Pat,  as  a  kickback  for  helping  to  arrange 
this,  got  a  free  trip  to  Singapore,  and  we  were  at  the  first  DPI 
conference  in  Singapore  as  a  result. 

Bonney:   Now,  what  was  DPI? 

Kaplan:   Disabled  Peoples'  International,  an  international  disability 

organization  with  representatives  from  most  every  country.   So 
that  was  the  first  conference  where  the  charter  of  the 
organization  was  argued  about,  different  countries  started 
organizing  their  own  chapters,  and  a  lot  of  organizational  and 
philosophical  basic  sort  of  organizational  issues  were  addressed. 

Bonney:   What's  the  main  goal  of  DPI?  What's  it  supposed  to  do? 

Kaplan:   To  promote  the  disability  rights  movement  and  independent  living 
around  the  world.   It's  a  nongovernmental  organization- -NGO- -with 
United  Nations,  as  —  there  are  several  international  organizations 
like  it—the  International  Red  Cross  and  Amnesty  International  and 
many  others  that  have  official  U.N.  status  as  nongovernmental 
organizations. 

In  most  countries,  there's  far  less  nonprofit  activity  and 
far  fewer  nonprofit  organizations  than  in  the  U.S.  and  they're 
ordinarily  called  nongovernment  organizations  because  government 
is  the  primary  way  that  things  get  done  outside  of  private 
business  in  most  countries. 


Bonney:   Fascinating.   The  first  DPI  conference  you  went  to,  what  did  you 
learn  there?  Was  there  anything  new?  Did  you  learn  anything 
about  the  disability  movement? 

Kaplan:   It  was  just  wonderful  to  be  exposed  to  disability  leaders  from 

around  the  world  and  realize  that  the  issues  are  very  similar  but 
have  their  own  cultural  twists.  And  you  know,  the  argument  about 
philosophy  and  organizational  structure  could  be  happening  in  the 
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U.S.  or  could  be  happening  internationally—very,  very  similar. 
In  1981  there  were  just  a  few  leaders  in  those  countries  and  now 
there  are  many,  and  so  we  got  to  meet  some  of  the  sort  of  seminal 
leaders  of  the  disability  rights  movement  around  the  world.   But 
there's  a  lot  of  similar,  similar  things;  there  are  cultural 
overlays  to  the  disability  movement  but  they're  overlays,  the 
movement,  itself,  and  the  experiences  of  people  with  disabilities 
are  very  similar  all  over  the  world. 

Bonney:   Did  the  leaders  that  you  met  while  you  were  in  other  countries- 
have  they  come- -have  you  been  interacting  with  them  as  part  of  WID 
work,  when  you  finally  got  to  WID? 

Kaplan:   I  didn't  really  do  international  work  at  WID.   That  was  separate 

projects  that  were  separately  funded  and  separately  staffed.  Judy 
was  doing  it,  and  so  I  didn't  want  to  get  involved.  It  was  mostly 
Judy  and  Ed  doing  it  here  at  WID. 

Bonney:   Your  visits  to  all  these  foreign  countries,  did  what  you  saw  and 

what  you  heard  from  these  people,  did  it  change  in  any  way  the  way 
you  approached  the  disabled  movement  here  in  this  country,  or  did 
it  help  you  develop  different  strategies? 

Kaplan:   Well,  I  think  it  expands  your  point  of  view.   Yes  and  no,  because 
--it's  hard  to  answer  because  my  own  point  of  view  about 
disability  issues  has  just  evolved  over  time.   There  are  lots  of 
different  reasons  and  it's  sort  of  hard  to  separate  them  out. 

I  don't  think  not  particularly.   I  know  one  person  who's 
influenced  me  a  lot,  it  was  a  German  woman  named  Theresia  Degener, 
who  came  out  to  the  United  States  to  get  an  advanced  law  degree 
from  Boalt  Hall,  which  has  an  international  advanced  law  degree 
program.   I'm  sure  she  was  one  of  the  first  disabled  students  ever 
to  go  through  that  program.   I  just  had  a  discussion  with  her 
about  prenatal  testing  and  genetic  screening  and  found  myself 
feeling  like  somewhat  of  an  apologist  for  the  status  quo,  or 
compared  to  her  position,  feeling  a  lot  like  a  compromiser,  which 
I  wasn't  prepared  for  at  that  point  because  our  position  in  this 
country  was  thought  of  as  very,  very  radical.   And  yet,  because  we 
were  so  criticized  by  the  people  who  were  involved  in  the 
reproductive  technologies  and  who  promoted  them,  we  had  sort  of 
softened  up  a  lot  of  our  positions.   That's  just  me,  I  think, 
softening  my  own  approach  in  general,  but  I  really  wasn't  prepared 
to  be  confronted  by  this  young  activist  disabled  woman  who  was 
challenging  my  point  of  view  and  asking  me  why  I  was  taking  such  a 
mild  point  of  view.   It  was  a  good  experience. 

But,  by  and  large,  that's  extremely  rare.   I  think,  by  and 
large,  people  with  disabilities,  certainly  in  the  early  eighties, 
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from  other  countries  needed  a  lot  of  support  and  encouragement  and 
were  dealing  with  very,  very  entrenched  status  quos  in  their  own 
country. 

Bonney:   Tell  me  about  another  trip  that  I  think  you've  made  which  was  to 
the  1986  or  '87  Japan  DPI  conference. 

Kaplan:   I  was  invited  to  give  a  keynote  speech,  to  basically  substitute 

for  Jim  Donald  who  had  been  invited  and  who  couldn't  make  it,  and 
so  it  was  all  sort  of  last  minute. 

Ralf,  Des,  and  I  went  and  stayed  at  a  really  neat  center  for 
disabled  people  outside  Tokyo,  where  it  was  a  rehabilitation 
center.   We  stayed  at  a  hotel  that  was  fully  accessible—a  very 
remarkable  experience  in  Tokyo  at  that  time- -because  it  was 
designed  for  people  with  disabilities  and  their  families.   It  was 
also  very  Japanese,  not  western  in  design.   It  was  just  a  really 
nice  experience  because  the  disability  movement  in  Japan  was 
really  growing,  there  were  far  more  disability  activists.   And  it 
was  just  nice  to  see  that  much  growth  and  enthusiasm  there,  and 
receptivity  to  our  ideas  about  disability  rights,  and  what  kind  of 
laws  people  ought  to  be  looking  at  putting  in  place  and  advocating 
for.   And  talking  with  people  about  how  to  strengthen  the  movement 
and  how  to  deal  with  a  society  that  was  much  less  interested  in 
accommodating  people  with  disabilities.  Although  Japan's  a  funny 
place,  it  is  not  so  easy  to  say  the  society  is  not  so  willing  to 
accommodate  people  with  disabilities  because  on  the  face  of  it 
they're  not  at  all,  and  yet  they  can  do  really  big,  big  things 
there.   It  can  change  very  quickly.   It's  just  a  different 
society. 

Bonney:   Can  you  give  me  an  example?  What  do  you  mean? 

Kaplan:   Well,  if  they  decided  that,  you  know,  all  new  buildings  should  be 
accessible  after  a  certain  point,  then  they  would  be.   In  this 
country  a  decision  is  made  by  government  and  then  you  have  years 
of  litigation,  and  regulations,  and  people  testing  to  see  if  it's 
really  the  case,  and  challenging- -in  Japan,  once  you  get  to  a 
point  where  a  decision  is  made—that's  that  and  it  happens.   It's 
just  a  different  system.   I  think  the  movement  there  has  just  been 
growing  steadily  and  is  much  stronger  now.  At  a  certain  point 
they'll  probably  just— you  know—lots  of  things  will  change  all  at 
once. 

Bonney:   What  was  your  keynote  speech  about? 

Kaplan:   I  don't  know,  the  disability  movement,  I  guess— disability  rights. 
I  don ' t  remember . 
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Bonney:   You  also  went  to  Russia.   Was  that  a  pleasure  trip  or  were  you 
actually  doing  disability  work  there,  too? 

Kaplan:   I  was  doing  disability  work.   I  was  tagging  along  with  Ralf ,  but 

I'd  been  encouraged  by  people  like  Peter  Axelson,  who  was  a  friend 
who's  a  wheelchair  rider  and  inventor,  who  had  been  to  Moscow  just 
before  that  and  gave  me  names  of  people  to  contact.   I  don't  think 
I  had  any  independent  funding  but  I  just  decided  that  I  would  go 
to  Moscow,  find  a  place  to  stay  on  my  own,  and  spend  a  week  or  so 
meeting  disability  leaders,  and  getting  a  flavor  of  what  was  going 
on  in  Russia.   Bruce  [Curtis]  was  here  at  WID  and  thought  that 
would  be  very  helpful  to  him,  and  so  I  kept  a  journal  and  wrote  a 
report  for  him.   And  I  think  I  did  that  while  I  was  already 
working  at  WID.   And  International  might  have  given  me  some  money 
--I'm  not  sure. 

Bonney:   I  think  it  was  1989. 

Kaplan:   Yes,  so  I  was  already  working  at  WID.   International  might  have 

paid  for  some  of  my  travel  expenses  in  return  for  my  writing  up  a 
report.   And  what  I  found  when  I  got  there  was  that  it's  not  so 
easy  to  just  arrive  in  Moscow  and  find  a  place  to  stay  because 
that  was  still  communist  Russia.   Everything,  everything  was 
controlled  by  the  state  and  you  didn't  just  show  up  somewhere  and 
get  a  hotel  room  because  everything  was  arranged  at  that  time  by 
InTourist,  the  Russian  travel  service  which  was  really  tied  up 
with  the  KGB,  I'm  sure. 

So  we  showed  up  in  Moscow,  we're  picked  up  by  a  bunch  of 
disabled  people,  mostly  because  they  wanted  to  spend  time  with 
Ralf,  and  then  I  informed  them  that  I  would  be  staying  for  a  week. 
And  they  just  sort  of  dropped  their  jaws--and  did  amazing 
background  work,  I  can  only  assume—and  managed  to  keep  me  in  the 
hotel  where  we  were  staying,  and  found  me  a  driver,  and  introduced 
me  to  all  these  disability  leaders  while  I  was  there. 

It  was  a  fascinating  time.   Russia's  unbelievably 
inaccessible  and  so  it  was  difficult  getting  around  and  I  spent  a 
lot  of  time  just  in  my  hotel  room.  While  I  was  there  I  met  up 
with  a  disabled  woman  who  I  had--I  don't  even  remember  how  I  had 
originally  met  her- -but  it  was  a  woman  with  a  disability  who  was 
from  Buffalo,  New  York.   She  was  going  to  Russia,  she  was  working 
on  journalism  and  media  projects.   So  we  met  up  together.   She 
came  in  after  I  was  already  there,  and  oh,  I  tried  to  stay  with 
her  and  her  sister  in  their  hotel  and  it  just  caused  huge 
bureaucratic  problems!   You  just  don't  do  things  like  that  there-- 
or  you  didn't  then.   [laughs]   It  was  amazing.   And  we  just  had  no 
idea,  no  idea,  you  know,  that  you  couldn't  just  do  whatever  you 
wanted  to  do.   Our  basic  assumptions  about  arrangements,  you  know, 
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were  so  out  of  line  with  how  things  were  done  in  Russia  at  that 
time,  but  we  just  ignored  people  and  did  what  we  wanted  to  do. 
[laugh]   Lucky  we  didn't  get  thrown  out  of  the  country. 

Anyhow,  this  woman  who  I  met  up  with  had  arranged  for  us  to 
spend  time  with  some  people  from  the  Red  Crescent- -which  is  the 
Russian  equivalent  of  the  Red  Cross — from  Tiblisi,  Georgia  [USSR]. 
And  they  talked  me  into  traveling  with  them  to  Tiblisi,  where  I 
stayed  for  four  or  five  days  which  was  also  just  remarkable.   They 
put  together  an  itinerary  for  me  where  I  met  with  a  local 
disability  organization,  which  was  an  amazing  group  of  disabled 
people  and  non-disabled  people  who  were  mostly  trying  to  shut  down 
an  institution  for  disabled  people  that  the  communists  had  been 
running  outside  of  town  in  the  boonies.   We  went  out  and  visited 
them  and-- 

II 

Kaplan:   --poor  choices  around  TV--I  think  a  lot  of  people  saw  the  show.   I 
was  talking  about  the  disability  movement  in  the  United  States  and 
some  things  that  could  happen  in  Tiblisi.   It  was  just  a 
wonderful,  wonderful  trip  but  they  were  also  just  sort  of  shooting 
from  the  hip. 

My  next  part  of  that  trip  was  to  go  to  Novosibirsk  and  meet 
up  with  Ralf  and  Desmond  who  were  in  Siberia.   I  was  getting  a 
little  homesick  for  my  family  at  that  point  and  just  wanted  to 
know  when  I  was  leaving.   They  couldn't  tell  me  because  they 
didn't  know,  because  Aeroflot  wouldn't  tell  them.   [laughs]   So  I 
finally  got  out  and  flying  around  on  Aeroflot  planes  was  also 
quite  a  trip,  quite  a  trip. 

Bonney:   How  did  you  do  it?  What  did  you  have  to  go  through? 

Kaplan:   Well  there' s--airplanes  in  Russia  and  in  Europe—you  find  this  all 
over,  the  airplanes  park  in  the  middle  of  the  tarmac.   They  don't 
have  jetways  because  airplanes  can  only  go  forward.   In  this 
country,  the  airplanes  park  at  the  jetway  and  then  there's  a 
little  truck  that  pushes  the  airplane  in  reverse  to  get  it  out  of 
the  jetway.   They  don't  do  that  in  Europe  and  in  Russia  and  so  the 
jet  parks  in  the  middle  of  the  tarmac  and  people  go  down,  you 
know,  the  portable  stairs  and  then  walk  to  the  airport.   And  so  I 
had  to  walk  up  the  stairs  which  I  could  do. 

In  Moscow  we  got  on  the  plane  and  they  folded  up  my 
wheelchair.   The  stewardesses  had  no  clue  what  to  do  with  the 
wheelchair  and  so  they  just  sort  of  folded  it  up  and  parked  it  by 
the  exit  door.   [laughter) 
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Kaplan: 


And  left  it  loose,  flying  around? 

Loose,  just  sort  of  flapping  around.  And  this  airplane  was 
over-booked,  but  it  wasn't  a  problem:  people  just  stood  in  the 


galley.  It  was  amazing.  Aeroflot  is  amazing. 
I  mean,  there  is  everything  but  live  chickens, 
incredible. 


It's  incredible, 
[laughter]   It's 


They  let  people  stand  up  during  take-offs  and  landings? 

Oh,  yes.   You  don't  have  to  wear  your  seat  belts  —  in  fact,  I  had  a 
hard  time  finding  mine.   The  seats  are  barely  bolted  to  the  floor 
of  the  plane,  anyhow.   [laughter]   That's  wild!   It's  just  wild. 
I  don't  know  if  they  still  do  this,  but  Aeroflot  headquarters  were 
in  Moscow  so  the  schedule  for  all  planes  was  in  Moscow  time.   You 
had  to  do  your  own  calculations  about  where  you  were  and  about 
what  time  it  really  was  because  they  just  did  everything.   I  mean, 
talk  about  command  and  control,  you  really  got  a  flavor  at  the  end 
of  the  Soviet  era  of  how  that  went.   It's  just  amazing  that  people 
would  imagine,  you  know,  that  that's  how  you  do  it.   "We  schedule 
all  of  the  planes  in  Moscow,  so  it  goes  by  Moscow  time  for  our 
convenience."   [laughs]   "And  to  hell  with  everybody  else,  we 
don't  care  if  the  plane's  landing  in  Siberia  which  is  three  time 
zones  away." 

So,  I  had  an  opportunity  to  meet  lots  and  lots  of  disabled 
people.   I  met  disabled  people  in  Siberia,  and  what  was  remarkable 
was  that,  in  fact,  I  met  the  All-Russian  Society  of  Disabled 
People,  which  turned  into  the  partner  group  for  our  USAID  [United 
States  Agency  for  International  Development]  project.   I  mean, 
here  in  this  country  where  all  we  heard  were  stories  about  how 
disabled  people  would  get  put  in  jail  for  trying  to  organize, 
there  are  lots  and  lots  of  disabled  people  who  were  trying  to 
organize  and  successfully  doing  it  at  the  end  of  the  Soviet  era. 
It  was  remarkable.   It  was  a  very  remarkable  trip. 

Now,  recently  Russia  passed  something  comparable,  I  think,  to  504. 
Or  was  it  to  ADA? 

I  don't  know. 

I  think  it  was  504.  Were  these  people  in  Russia  that  you  were 
meeting  with  the  ones  that  made  that  happen? 

Sure,  yes.   They  started  an  independent  living  center  in  Moscow, 
which  I  visited  on  a  subsequent  trip.   Yes,  the  people  who  I  met 
with  are  regarded  by  folks,  I  think,  in  other  parts  of  Russia  as 
too  bureaucratic  and  old-style,  which  is  just  the  Russian 
politics. 


103 


They  had  been  allowed  to  organize  like  a  union  under  the 
Soviets  and  were  given  their  own  businesses  to  operate  when  things 
were  good  in  Russia,  economically.   They  had  their  own  factories-- 
and  there  were  non-disabled  workers  as  well  as  disabled  workers-- 
as  a  way  for  the  organization  of  disabled  people  to  support  itself 
and  have  money.   But  when  they  started  doing  well  and  making 
money,  the  government  took  it  away.   [laughter]   When  I  was  there, 
their  main  interest  was  finding  ways  for  people  to  make  money. 
And  since  there  were  so  few  jobs  in  Russia  to  start  with—you 
know- -the  issues  were  very  different  from  here  because  the  economy 
is  completely  different  and  the  society  is  completely  different. 
Like  many  developing  countries,  they  were  really  interested  in 
setting  up  their  own  businesses.   That  was  the  model  they  were 
used  to  and  economically  that  was  going  to  work  for  them  far 
better  than  trying  to  get  integrated  into  a  work  force  that 
everybody  was  having  troubles  getting  jobs  [in]  and  would  work  for 
them  a  lot  better  than  expecting  to  get  a  meaningful  government 
stipend.   Although  people  with  disabilities  do  get  a  stipend 
there,  it's  really  a  small  amount  of  money  in  the  current  economy. 

Bonney:   How  did  the  association  fund  itself  after  the  fall  of  communism? 
Did  they  keep  that  system  or  did  it  change? 

Kaplan:   Things,  I  think,  have  gradually  changed  there.   It  isn't  like 
everything  just  changed  overnight  just  because  the  government 
changed.   A  lot  of  existing  structures  were  kept  and  have 
gradually  changed  over  time.  And  they  get  their  money  from  dues 
from  members  and  a  variety  of  places.   I  couldn't  really  say. 

Bonney:   But  they're  not  running  these  businesses  any  more? 

Kaplan:   To  some  extent  they  are.   They've  started  new  businesses  of  their 
own,  but  I  don't  know  the  details. 

Bonney:   Private  enterprise,  now,  more  than  government? 

Kaplan:   Sort  of.   Sort  of.   It's  not  so  clear  cut.   Government  is  still 

very  involved  in  a  lot  there.   You  can't,  I  mean,  they  didn't  have 
an  economy,  they  didn't  have  an  economic  model.   They  couldn't 
just  start  private  businesses  there  from  scratch,  they  hadn't  a 
clue  how  to  do  it.  And  there  was  no  way  even  economically  to  even 
keep  track  of  something  like  inventory.   I  mean,  there  was  just  no 
systems  in  place  for  private  businesses  to  just  start,  and  so  it's 
been  very  slow  and  painstaking  there,  it's  taking  years. 

Bonney:   Well,  when  we  first  started  our  discussions  you  mentioned  that 
your  mother  was  from  Russia. 

Kaplan:   Yes. 
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Bonney:   When  you  were  there  did  you  go  to  her  home  town  or  did  you  meet 
family  or  do  anything? 

Kaplan:   No.   I  don't  think  there's  any  family  left.   Because  she  was  an 
aristocrat,  they  left  during  the  Revolution  or  were  killed.   The 
family  was  from  Tomsk,  a  city  in  Siberia,  that  when  I  was  in 
Siberia  on  that  first  trip  was  still  closed.   There  were  a  lot  of 
military  installations  there  and  so  westerners  could  not  go  to 
Tomsk  when  I  was  there. 

Bonney:   Now  at  some  point  you  made  a  trip  to  Prague? 

Kaplan:   We  went  to  Prague  after.   We  all- -when  we  were  all  together,  it 

was  Ralf ,  Desmond,  me--and  Marc  Krizack  was  on  that  trip  also.   We 
went  to  Prague  after  Siberia—or  after  St.  Petersburg.   St. 
Petersburg  was  the  stop  after  Siberia,  and  then  we  flew  to  Prague 
from  St.  Petersburg  and  spent  a  few  days  in  Prague.   We  were  the 
guests  of  the  president's  wife,  a  charter--!  can't  even  remember 
the  name  of  the  organization—the  organization  that  was  founded  by 
Vaclav  Havel  before  the  revolution  was  the  official  sponsor  of  our 
trip  to  Prague.   We  were  officially  the  guests  of  the  president's 
wife,  and  I'm  blocking  on  her  name.  What  was  Donald  Trump's  Czech 
wife's  name? 

Bonney:   Ivana? 

Kaplan:   Yes,  Ivana.   Okay,  Ivana  Havel,  that  was  her  name.   [laughs]   She 
was  out  of  the  country  when  we  were  there,  and  we  would  have  met 
her,  but  we--I  think  it's  Charter  Seventy- six- -we  were  taken  to  a 
variety  of  different  disability  programs  and  institutions  in 
Prague  and  told  them  what  we  thought.   They  were  mostly  interested 
in—or  the  big  interest— was  whether  they  could  set  up  a 
wheelchair  factory  there,  that  Ralf  would  help  them  set  up.   But 
we  also  met  with  disability  activists  who  were  there  and  spent 
time  looking  at  different  things  that  the  government  had  put  its 
money  into  and  told  them  that  we  thought  they  were  pretty 
horrible.   And  they  wanted  to  change.   I  don't  know  to  what  extent 
things  have  changed  there,  but  we  spent  a  few  days. 

And  one  evening  we  went  to  the  opera  house  and  were  the 
guests  of  Mrs.  Havel's  office.   The  opera  house  is  just  the  most 
beautiful  building.   It's  right  on  the  river  and  remarkable. 
There  was  a  platform  lift  going  up  the  stairs,  which  I  assume,  I 
don't  know  for  sure,  but  I  assume  was  there  because  Itszak  Perlman 
must  have  played  there  at  some  point.   He  will  not  play  in  a  place 
that  isn't  accessible  and  so  he  must  have  insisted  they  put  that 
in.   That's  the  only  reason  I  could  imagine  that  it  would  be 
there.   And  so  we  were  able  to  get  in.   Then,  once  we  were  in, 
these  women  who  were  setting  the  whole  thi:ig  up  for  us  who  worked 
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for  Mrs.  Havel  told  us  that  Ralf  would  sit  in  one  place  and  I 
would  sit  in  another.   And  I  said,  "You  mean  we  can't  sit 
together?"  And  they  went,  "Oooooh.  Whoa.  We'll  talk  to  you  in  a 
few  minutes . " 

And  so  we  went  out  in  the  hallway  and  were  just  sort  of 
marveling  at  this  beautiful,  beautiful,  beautiful,  opulent, 
gorgeous  place  and  who  should  come  walking  by  but  retired  Senator 
Dick  Clark  who  I  know  because  we  were  both  on  the  Common  Cause 
board  of  directors  together.  And  he  does  international  work  with 
the  Aspen  Institute  on  Eastern  Europe.  And  so  Dick  comes  by  and 
he's  all,  "Look  who--how  are  you  here?  Why,  how  are  you  here? 
How  nice  to  see  you!"  I  thought,  "God,  that's  a  trip."   [laughs] 
So  we  parted  ways,  the  opera  was  about  to  start.   The  women  who 
worked  for  Mrs.  Havel  came  up  and  said,  "Okay  we  figured  it  out." 
We  got  to  sit  in  the  presidential  box  which  is  way  cool.   The 
coolest  part  about  it  was  that  Dick  Clark  was  sitting  in  a  box 
across  the  way  and  I  was  clearly  sitting  in  the  better  box. 
[laughter]   I  loved  it.   That  was  a  lot  of  fun. 

Bonney:   That's  a  great  story. 
Kaplan:   Yes,  it  was  a  great  story. 

Bonney:   Then,  the  last  trip  I  wanted  to  ask  you  about  was  I  think  in  1995 
--the  Japan  Pacific  Resource  Network?  What  is  that? 

Kaplan:   That's  an  organization  that  is  located  here  in  Oakland.   I  don't 
know  if  they  still  exist;  I  assume  they  do.   They  were  founded  by 
some  people  that  Todd  knew--Todd  Groves- -who  were  born  in  Japan, 
came  to  this  country,  got  an  education,  or  got  some  advanced 
degrees  and  were  staying  here,  at  least  part  of  the  time. 

The  group  was  started  when  there  was  a  lot  of  ill  feelings 
between  Japan  and  America  over  issues  around  race,  around 
statements  that  were  made  by  Japanese  leaders  about  black  people 
that  were  very  racists,  and  also  incidents  in  this  country  of 
Japanese  tourists  getting  mugged,  or  beaten,  or  killed.   There 
were  a  lot  of  bad  feelings  and  so  the  Japanese  Pacific  Resource 
Network  was  put  together  to  try  to  restore  better  relations 
between  the  two  countries  and  also  to  serve  as  a  resource  for 
people  who  were  Japanese  or  first  generation,  but  not  the  older 
Japanese  who'd  been  here  for  many  generations. 

They  got  a  grant,  and  I  don't  know  from  which  foundation,  to 
host  four  different  speakers  on  tours  of  Japan  to  talk  about 
different  aspects  of  how  people  did  nonprofit  work  in  this  country 
and  to  give,  I  think,  the  Japanese  nonprofit  sector  more  ideas 
about  how  they  might  organize  and  how  they  might  be  more 
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affective.   Because  in  Japan  it's  very,  very  difficult  for 
nonprofits  to  even  get  set  up.   You  have  to  have  a  million  dollars 
in  the  bank  or  something.  And  it's  very  difficult,  there  aren't 
very  many  nonprofits.   It's  government  that  does  most  things  that 
are  not  done  by  business. 

So  I  spent  six  days  or  so  and  had  an  interpreter  who  was  a 
woman—who  was  Todd's  roommate,  Akiko--who  is  very  fluent  in 
English  and  Japanese.   And  also—I  can't  think  of  his  name—the 
head  of  JPRN  went  with  us.   It  was  wonderful  because  we  traveled 
on  the  trains  — and  I  got  to  see  lots  and  lots  of  train  stations— 
and  trains  are  such  a  central  part  of  Japanese  life.   I  was  there 
with  Japanese  people  who  understood  American  culture  and  language 
well  enough  that  they  were  able  to  explain  stuff  to  me.   I  gave  at 
least  one  speech  a  day  for  six  days  or  so  in  front  of  business 
audiences  about  universal  design.   I  met  a  group  of  designers 
there  who  had  an  organization  promoting  universal  design  and 
accessible  products  for  disabled  people.   I  met  a  Japanese  woman 
who  was  selling  Apple  products  for  their  accessibility  features  to 
the  Japanese  market,  gave  speeches  to  disability  groups  and 
organizations,  met  a  lot  of  people— more  people— in  the  disability 
movement  in  Japan,  and  saw  again  much  more  growth  in  the 
disability  movement.   And  so  it  was  a  really  good  trip.   I  made  a 
lot  of  good  contacts. 

Apparently  ideas  of  universal  design  there  are  more  popular 
than  ever. 


"Universal  Design"  in  Japan 

Bonney:   Debby,  can  you  explain  what  you  mean  by  universal  design? 

Kaplan:   Well,  universal  design  means  incorporating  issues  of  accessibility 
into  how  either  the  environment,  consumer  products,  or  technology 
are  designed.   Accessibility  up  until  a  decade  or  so  ago  meant 
taking  an  existing  building  or  an  existing  product  and  figuring 
out  after  the  fact  how  to  make  it  accessible  through  retro-fitting 
it.   Universal  design  is  what  you  get  when  you  design  something  so 
that  somebody  with  a  disability  can  use  it  as  well  as  somebody 
else.   The  disability  access  features  don't  get  in  the  way  of  it 
being  useable  by  anybody,  but  it  means  that  somebody  with  a 
disability  can  use  the  same,  either,  architectural  environment  or 
product  as  everyone  else. 

When  I  was  in  Japan,  the  group  of  engineers  who  liked 
universal  design  ideas  gave  me  a  great  example  of  universal  design 
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which  is  a  plastic  bottle  of  shampoo  with  ridges  on  one  side,  so 
that  when  you're  in  the  shower  and  your  eyes  are  closed  to  protect 
them  from  the  soap,  you  can  tell  the  difference  between  the 
shampoo  and  the  rinse  without  having  to  open  your  eyes  and  see 
which  bottle  is  which.   It  also  makes  it  accessible  to  blind 
people.   That's  really  the  essence  of  universal  design.   When 
things  are  designed  to  be  accessible,  you  usually  find  lots  of 
unanticipated  uses  that  non-disabled  people  will  make  specifically 
of  the  accessibility  features  because  they  make  things  easier  for 
everybody. 

Bonney:   Now,  you  said  you  thought  Japan  was  more  open  to  universal  design? 

Kaplan:   I  don't  know  what  it  is,  but  I  think  there  is  something  about- 
Japanese  are  very  sort  of  theoretical  and  logical  and  intellectual 
on  one  level- -and  I  think  there's  something  about  universal  design 
that  they  find  just  really  attractive  and  elegant  in  its  own  way. 
They  like  the  idea.   I  think  Japanese  people  also,  since  it  is  a 
much  more  heterogenous  culture  racially,  I  think  have  an  easier 
time  thinking  about  including  everyone  in  their  culture  in  some 
way.  And  there's  a  Japanese  notion,  and  there's  probably  a 
Japanese  word  or  phrase  for  it,  but  I  don't  know,  of  doing  things 
for  the  benefit  of  all  is  certainly  a  major  part  of  Japanese 
culture.  And  to  the  extent  that  universal  design  is  an  element  of 
that  cultural  value,  then  I  think  Japanese  people  really  like  it. 

In  addition,  in  Japan  they're  having  their  own  elder  boom 
over  there.   And  the  traditional  Japanese  family  structure  is  that 
the  grandparents  live  with  the  family.   A  lot  of  the  younger 
families  find  that  very  difficult,  both  in  terms  of  space  and  also 
it's  difficult  to  manage  when  both  parents  are  working,  and  you 
have  more  and  more  of  that  in  Japan  as  well.   Yet,  they  don't  want 
to  put  their  parents  in  nursing  homes,  which  is  not  the  tradition. 
So  the  working-age  Japanese  generation  likes  ideas  of  universal 
design  because  it  means  their  parents  can  stay  in  their  own  places 
longer  and  they  don't  have  to  face  the  dilemma  of  do  we  choose 
either  to  have  the  parents  come  live  with  us,  which  we  really 
don't  want,  or  do  we  have  to  put  them  in  a  nursing  home,  which  we 
really  don't  want,  as  well.   I  think  they  feel  that  dilemma  more 
acutely  than  we  do  because  I  think  it's  easier  in  this  culture  to 
put  one's  parents  in  a  nursing  home  or  just  assume  that  they  can 
take  care  of  themselves.   In  Japan  that  would  be  unheard  of  and  so 
there's  a  real  dilemma.  And  people  definitely  get  the  notion  that 
universal  design  means  people  can  live  in  their  own  homes  longer. 

Bonney:  Now  you  touched  on  something  earlier  and  you  didn't  finish  the 
thought,  and  I  want  to  follow  up.  You  were  saying  that  on  the 
surface  the  Japanese  people  appear  not  to  accommodate  people  with 
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disabilities.   You  didn't  finish  that  thought,  but  do  they 
accommodate? 

Kaplan:   More  and  more.   The  history  and  tradition  in  Japan  has  been  that 
disabled  people  are  either  shut  away  by  the  family—cared  for  by 
the  family,  and  kept  out  of  sight—or  put  away  in  institutions. 
As  I  understand  it,  most  people  with  cerebral  palsy  still  live  in 
institutions.   You—certainly  when  I  first  went  there— didn't  see 
many  disabled  people  on  the  street,  and  you  still  don't.   There's 
no  law  requiring  disabled  kids  to  be  educated  in  regular  schools 
like  here  and  I  think  they're  mostly  in  special  schools.   And  so 
there's  a  much  stronger  tradition  there  than  here  of  segregation, 
although  one  could  argue  that  they're  just  a  decade  or  so  behind 
us.   What  generally  gets  the  Japanese  is  comparisons  to  the  west, 
[laughs]   And  the  disability  advocates  use  that  a  lot  by  saying, 
"Well  in  the  west— you  know,  places  are  accessible.   And  in  the 
west  they  do  this,  and  in  the  west  they  do  that."  And  that  gets 
the  government  moving.   There  are  more  disabled  people  going  into 
government  now  as  a  result  of  the  disability  rights  movement.   So 
things  will  change  there,  it's  just  different. 

Bonney:   Are  you  going  to  continue  to  do  work  in  the  international  area? 

Kaplan:   Probably  not.   I  really  don't  like  those  long  airplane  trips  at 
all.   [laughs]   The  idea  of  sitting  on  a  plane  for  twelve  to 
fifteen  hours  is  most  unattractive  to  me  anymore.   I  would  never 
be  able  to  get  up  again.   I  have  a  lot  less  patience  with 
inaccessible  places  than  I  used  to.   I  use  a  power  chair  now, 
which  makes  it  much  more  difficult  to  get  around  in  inaccessible 
places. 

When  I  was  in  Japan  the  last  time,  I  had  just  gotten  this 
power  wheelchair  and  naively  assumed  that  I  would  be  able  to 
charge  it  there.   I  don't  know  why.   I  really  didn't  know  enough 
about  their  electricity.   They  have  a  completely  different 
electrical  system.   Luckily,  Quickie  sells  wheelchairs  in  Tokyo 
and  because  I  was  with  a  group  of  people  who  really  knew  their  way 
around,  they  located  the  Quickie  dealer  and  got  me  a  converter  so 
I  could  finally  charge  my  wheelchair,  but  only  after  the  batteries 
had  gotten  down  pretty  low-- [laughter] --only  after  we  almost 
burned  up  a  room  by  trying  to  use  some  sort  of  converter  that  Ralf 
gave  me  that  was  clearly  not  going  to  work  in  that  electrical 
environment . 
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First  Use  of  a  Power  Wheelchair 


Bonney : 
Kaplan: 


Let's  talk  a  little  bit  about  going  into  a  power  chair, 
that  occur? 


When  did 


Bonney : 
Kaplan: 

Bonney : 
Kaplan: 


Three  and  a  half  years  ago.   I  had  been  thinking  about  getting  a 
power  chair  because  my  arms  were--my  shoulders—were  just  killing 
me  from  the  repetitive  stress  injury  of  wheeling  all  the  time.  My 
range  of  mobility  in  the  chair  was  getting  less  and  I  wasn't  able 
to  go  as  far,  as  fast.   The  new  Quickie  P-200's  had  just  come  out 
and  they  really  were  a  huge,  huge  innovation  in  electric 
wheelchair  design,  radically  better  than  anything  that  had  been  on 
the  market  before.  And  so  Ralf  started  encouraging  me  to  get  a 
P-200. 

And  through  the  MacArthur  Fellow  grant  [John  D.  and 
Catherine  T.  MacArthur  Foundation]  that  Ralf  had  for  five  years- 
while  the  money  was  coming  in- -he  also  had  health  coverage  for  the 
entire  family  that  was  extremely  good,  good  health  coverage  for 
everybody.   It  would  cover  anything  you  wanted.  And  so  on  the 
very  last  day  of  the  MacArthur  health  insurance  I  decided  that  I 
better  do  something  to  take  advantage  of  it .  And  so  I  went  into 
Wheelchairs  of  Berkeley.   This  chair  was  on  the  floor,  and  I  said, 
"I'll  take  that  one,  but  the  deal  has  to  get  concluded  today." 
And  they  said,  "You're  crazy,  this  takes  weeks."  And  so  I  got  the 
prescription  from  my  doctor,  we  called  the  insurance  company,  and 
they  did  the  whole  thing  in  one  day,  so  it  actually  happened.   But 
as  a  result,  I  have  a  chair  that  works  okay  for  me,  but  it's  not 
custom- -you  know- -designed  or  tailored  for  me.   I  could  use  a 
shorter  chair,  I  think,  and  a  little  bit  different,  but  this  works 
pretty  good. 


When  did  you  start  using  a  wheelchair? 
walking  when  you  were  in  law  school. 


Because  you  were  still 


I  started  using  a  wheelchair  around  the  time  I  started  working  at 
WID.   I  had  been  using  a  chair- - 

Which  was  in  what  year? 

'86,  '87.   Ralf  made  me  a  wheelchair  in  '85  or  so,  and  that  was 
the  first  push  wheelchair  I  ever  had.   Because  I  was  not  able  to 
cross  streets  by  myself  and  I  was  really  getting  pretty  slow  and 
not  terribly  functional  on  my  feet.  When  I  was  at  the  Concord  law 
firm,  I  used  the  wheelchair  to  get  in  and  out  of  my  car,  partly 
because  the  lobby  of  the  building  was  a  marble  floor  and  I  just 
felt  §o  vulnerable  walking  on  one  cane.   If  there  was  like  one 
drop  of  water,  I'd  be  down.   So  I  used  the  wheelchair  to  get  in 
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and  out  of  the  building,  and  then  I  folded  up  the  wheelchair  in  my 
office.   Then  shortly  after  that  I  started  working  at  WID  and  the 
distance  at  the  old  WID  office  on  Oregon  Street  between  the  office 
and  the  bathroom  was  so  long  that  I  started  using  a  chair  because 
it  just  took  too  long  to  get  to  the  bathroom.   That  was  how  I 
wound  up  using  a  chair  more  and  more. 


Bonney:   Debby,  what  is  so  great  about  a  Quickie  wheelchair?  Why  was  it 
such  an  innovation? 

Kaplan:   It  doesn't  use  big  drive  wheels  like  most  traditional  wheelchairs. 
Instead,  the  wheel  that  is  powered  by  the  motors  is  small  and  that 
means  that  you  can  have  much  more  maneuverability  because  the 
radius  of  that  wheel  is  much  smaller  and  you  can  do  a  complete 
circle  using  much  less  space.   In  addition,  it's  a  six-wheel 
chair,  there  are  two  wheels  behind  the  main  power  wheels,  drive 
wheels,  as  well  as  the  front  caster  wheels  and  so  the  chair  is 
incredibly  stable  and  you  cannot  tip  over  backwards.   So  it's 
maneuverable,  it's  stable  and  it's  incredibly  powerful.   It  uses 
two  auto  batteries  and  you  can  really  go  fast.   It's  a  remarkable 
chair  and  it's  just  extremely  well  designed.   They  took  the  idea 
of  motorized  chair  use  and  instead  of  just  putting  a  motor  on  a 
standard  manual  wheelchair,  they  redesigned  the  manual  wheelchair 
and  it  just  makes  a  lot  of  sense. 

Bonney:   Is  there  anything  else  that  you'd  like  to  talk  about  or  say  about 
your  international  work  or  trips  or  anything? 

Kaplan:   Not  really.   I  mean  I've  gone  to  more  places— mostly  following 

along  Ralf.   I've  been  to  Nicaragua,  Jamaica,  Fiji— that  might  be 
it,  but  those  were  trips  where  I  was  tagging  along,  mostly. 


Work  at  World  Institute  on  Disability.  1986 


Bonney:   Okay.  Well,  let's  talk  about  WID.   You  went  to  WID  about  '86,  did 
you  say? 

Kaplan:   '86,  '87— I'm  not  exactly  sure. 
Bonney:   Okay.   What  attracted  you  to  WID? 

Kaplan:   I  knew  Joan  [Leon]  and  Ed  and  Judy  who  founded  WID— and  knew  their 
values,  and  you  know,  they  were  consistent  with  mine.  WID  was  a 
chance  to  do  policy  work  without  the  heavy  legal  litigation  sort 
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of  way  of  looking  at  the  world  that  DREDF  had.   It  was  a  place  to 
do  policy  work  without  feeling  like  you  always  had  to  be  thinking 
about  the  law  and  litigation.   It's  a  place  to  think  more  sort  of 
broadly  about  what  policy  ought  to  be,  how  programs  ought  to  be 
administered,  and  what  are  sort  of  the  nonlegal  aspects  of  how 
things  are  run.   I  like  that  way  of  looking  at  the  world,  that 
attracts  me. 

From  a  very  practical  point  of  view,  I  needed  some  work. 
They  were  looking  for  somebody  to  do  some  part-time  work  at  WID 
because  they'd  gotten  some  grants  and  needed  to  staff -up,  but 
didn't  have  full-time  work,  and  that  was  just  right  for  me  at  that 
time.   It  allowed  me  to  sort  of  try  WID  out  without  making  a  major 
commitment.  What  I  learned  is  that,  at  that  point,  WID  was  a 
place  where  you  could  do  what  you  wanted  to  do.   Ed  was  always 
very  encouraging  of  people  who  wanted  to  start  new  things.   If  you 
had  initiative  and  you  wanted  to  make  something  happen,  there  was 
room  at  WID  for  that . 

So  I  had  been  on  Pacific  Bell's  Intelligent  Network  task 
force  and  was  interested  in  finding  money  to  try  to  duplicate  that 
process  but  specifically  on  looking  at  disability  and 
telecommunications  policy.   So  after--!  don't  know- -a  year  and  a 
half  or  so,  I  started  trying  to  design  a  project  that  would  bring 
all  of  that  together,  disability  and  telecommunications  policy, 
and  got  it  funded.   And  there  was  room  at  WID  to  do  that  sort  of 
thing . 

Bonney:   Who  funded  it? 

Kaplan:   The  southern  regional  Bell  companies.   I  used  my  connections  that 
I  had  made  with  Sam  Simon--who  runs  Issue  Dynamics,  the  company 
that  I  worked  for  for  a  while—to  approach  all  seven  of  the 
companies  who  were  lobbying  together  under  the  umbrella  of  a 
structure  called  the  MFJ  Task  Force--MFJ  stood  for  Modified  Final 
Judgment --which  was  the  AT&T  [American  Telephone  and  Telegraph] 
breakup  court  judgment.   That  was  the  vehicle  for 
telecommunications  policy  in  this  country  for  many  years.   The 
Justice  Department  and  Judge  Greene- -Harold  Greene,  who  was  the 
judge  who  oversaw  that  trial  or  that  case  against  AT&T  that  led  to 
the  break-up  of  AT&T- -Judge  Greene  sat  over  that  case  for  years 
after  the  break-up  and  was  the  main  decision-maker  around 
telecommunications  policy  for  many  years . 

So  all  seven  of  the  regional  Bell  companies  banded  together 
to  lobby  for  a  new  telecommunications  act  that  would  change  the 
rules  and  set  the  rules  legislatively  as  opposed  to  letting  one 
judge  set  the  rules.  And  after  years  and  years  of  lobbying,  we 
finally  got  the  Telecommunications  Act  of  1996.  We,  meaning  the 
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disability  community,  because  by  then  we  negotiated  an  amendment 
to  the  Act  that  would  require  accessibility  in  telecommunications. 
But  back  then  the  seven  companies  had  banded  together,  they  had 
tons  of  money,  they  had  millions  and  millions  of  dollars  that  they 
were  putting  into  that  effort.   So  all  seven  of  the  companies 
funded  the  project  under  the  theory  that  if  they  could  develop 
good  relationships  with  the  disability  community  and  begin  to 
understand  how  to  serve  disabled  people  better,  they  might  be  able 
to  get  disabled  people  on  board  with  some  of  the  legislation  that 
they  wanted,  and  make  some  deals.  And  that's  pretty  much  what 
happened . 

Bonney:   Okay,  I  want  to  go  back  to  something  that  you  said  about  WID  in 
pursuit  of  telecommunications.   You  said  you  came  to  WID  because 
you  knew  Judy,  Ed,  and  Joan  and  you  had  the  same  values.   What  are 
the  values? 

Kaplan:   Well,  in  comparison  to  DREDF--I  mean,  the  values:  pro  disability 
rights,  pro  independent  living,  I  think  are  common  throughout.   I 
think  Judy,  Ed,  and  Joan  created  WID  to  be  sort  of  expansive,  and 
to  be  a  place  where  new  ideas  were  entertained,  and  lots  of 
different  collaborations  were  possible.   DREDF's  approach  to  the 
work  that  it  did  was  to  create  collaborations  with  other  civil 
rights  organizations,  but  they  didn't  collaborate  very  well  with 
other  disability  organizations.  And  they  tended  to  sort  of  set  a 
strategy  and  that  was  that.   [laughs]   The  strategy  was  set  in 
stone,  you  couldn't  argue  about  it.   I  think  WID  was  always  more 
open-minded.   I  think  a  lot  of  that  was  Ed — to  a  certain  extent  it 
was  Judy- -as  well.   They  were  not  as  prescriptive,  and  as  rigid, 
and  were  very  open  to  new  ideas  and  new  ways  of  looking  at  things, 
and  were  interested  in  projects  that  would  break  new  ground. 

Bonney:   What  was  the  first  part-time  job  that  you  took? 

Kaplan:   I  can't  actually  remember  the  first  work.   I  was  doing  research  on 
personal  assistance  services.  WID  was  running  focus  groups  of 
consumers  of  personal  assistance  services  to  find  out  how 
consumers  defined  quality  of  service,  and  so  that's  what  I  was 
doing. 

Bonney:   Did  you  propose  other  sort  of  innovative  projects  in  this  year  and 
a  half  before  you  really  got  into  telecommunications? 

Kaplan:   Actually  I  think  the  whole  idea  of  defining  quality  from  a 

consumer  point  of  view  was  mine.  And  there  may  have  actually  been 
some  project  that  I  was  originally  hired  to  work  on  and  I  can't 
remember  what.   I  guess  because  it  wasn't  my  idea.   [laughs] 
That's  the  first  thing  I  remember  doing.   But  I  think  I  remember 
that  I  used  my  contacts  with  Pacific  Bell  to  get  money  for  that 
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focus  group  project  from  the  Pacific  Bell  Foundation.   I  don't 
recall  actually  what  I  was  initially  hired  to  work  on.   It  might 
have  been  writing,  or  editing,  or  something. 
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IV  TELECOMMUNICATIONS  WORK  AT  THE  WORLD  INSTITUTE  ON  DISABILITY, 
1986-1996:  EXECUTIVE  DIRECTOR  OF  WID,  1997 

[Interview  5:  April  29,  1998]  ## 

Groundwork  Laid  for  Emerging  Technologies.  1986 


Bonney:   Debby,  you  mentioned  the  Intelligent  Network  Task  Force  and  that 
you  were  a  member  of  that.   Can  you  tell  me  what  that  was? 

Kaplan:   That  was  a  group  of  people  who  were  invited  by  Pacific  Bell  back 

in  1986,  I  think,  to  meet  on  a  regular  basis  under  the  auspices  of 
the  company  as  a  sort  of  consumer  panel,  advisory  panel.   The  idea 
was  that  Pacific  Bell  was  interested  in  moving  beyond  the 
limitations  that  were  imposed  on  them  by  Judge  Greene  in  the  AT&T 
consent  breakup.   They  wanted  to  get  into  information  services  and 
new  technologies  and  Judge  Greene's  order  wouldn't  let  them  do 
that.   They  felt  that  if  they  could  convene  a  group  of  people  who 
represented  a  variety  of  different  constituencies  and  interests  in 
the  state  of  California  that  were  likely  to  be  left  behind  in  a 
totally  market-driven  approach  to  getting  new  technologies  into 
the  economy,  and  if  they  could  work  with  us  and  show  us  what  this 
was  going  to  be- -what  the  new  technology  might  be,  what  it  might 
mean  to  people—that  we  might  end  up  agreeing  that  we  thought  it 
made  sense  for  Pacific  Bell  to  be  able  to  get  into  these  new  lines 
of  business  in  exchange  for  some  guarantees  that  they  would  make 
serving  disadvantaged  communities  a  high  priority. 

So  we  met  over  the  course  of  two  to  three  years  and  were 
given  computers  —  little  Macintosh  computers  —  little  by  today's 
standards  — real  little,  real  slow—but  state  of  the  art  at  the 
time.  We  were  given  accounts  with  an  on-line  service.   One  of  the 
few  that  existed  at  that  time  called  the  Source,  which  I  think 
became  CompuServe.  We  played  around  with  e-mail  way  before 
anybody  else  was  even  thinking  about  it.  We  got  to  see  what 
voicemail  was  going  to  be  like  way  before  anybody  was  thinking 
about  anything  other  than  answering  machines.   We  got  a  lot  of 
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different  hands-on  experiences  and  thinking  about  where  the 
technology  was  headed.   We  did  write  a  report  to  the  company. 

A  really  funny  story  about  that  [laughs]  that  I  didn't  even 
find  out  about  all  the  ramifications  of  until  well,  well  after  it 
happened.  We  had  a  dinner  with  the  officers  of  the  company  at  the 
Meridian  Hotel—it  was  called  something  else  at  that  time—in 
downtown  San  Francisco,  where  we  presented  our  report.   Our  report 
included  a  lot  of  radical  stuff  like  we  thought  that  rate-payers 
had  a  vested  interest  in  the  network  that  Pacific  Bell  had  built 
up  with  ratepayer  money.   We  were  sort  of  saying  that  rate  payers 
had  a  quasi-legal  interest  in  the  assets  of  the  company  that  was 
sort  of  like  the  interest  that  stockholders  —  shareholders  have. 

And  the  company  lawyers  just  went  ballistic  at  very  idea. 
That  was  just  such  a  huge  threat  to  how  basic  business  was 
organized  and  a  very  radical  thought.   And  so  we  thought  that  was 
one  of  the  reasons  why  everybody  ought  to  be  entitled  to  share  in 
the  advances  of  a  new  technologies  because,  in  a  sense,  we  had  all 
invested  in  it  by  having  only  one  choice  of  providers  of 
companies,  and  having  no  choice  about  where  to  put  our  dollars. 
And  the  company  was  upset  with  our  report  for  a  lot  of  reasons  and 
were  not  going  to  be  making  it  public,  and  wanted  to  just  sort  of 
quiet  it  down,  and  were  very  upset  with  some  of  the  corporate 
affairs,  community  affairs  people  who  had  commissioned  this  whole 
task  force. 

So  we  were  having  dinner  and  the  atmosphere  was  highly 
charged.   I  didn't  know  that,  I  had  no  idea  about  the  internal 
warfare  within  the  company.   And  we  had  copies  of  the  report  at 
this  dinner— and  so  I  went  out  in  the  hallway  of  the  hotel  and 
there  was  some  conference  going  on  with  a  bunch  of  nuns  and  it 
turned  out  their  keynote  speaker  was  Ralph  Nader,  who  I  know  real 
well,  and  so  I  said,  "Ralph!   You  won't  believe  this  group  I'm  on, 
we  just  issued  this  report  and  here's  your  own  copy  of  it.   Why 
don't  you  come  back  and  say  hi  to  everybody!"   [laughs]   And  so 
just  as  we  were  about  to  have  this  tension-filled  meeting,  I  show 
up  at  the  front  door  with  Ralph  Nader,  saying,  "Look  who's  here! 
I  just  gave  him  a  copy  of  our  report."   [laughing]   I  had  no  idea 
what  I  was  doing  and  they  all  completely  thought  that  I  was  like 
this  incredibly  brilliant,  you  know,  strategic  politician  because 
I  had  aced  them  and  made  it  public  with  no  choice  of  theirs, 
[laughter]   So  the  report  was  public. 

A  lot  of  the  members  of  the  Intelligent  Network  Task  Force 
wound  up  going  to  Washington— paid  for,  I  think,  by  Pacific  Bell-- 
and  we  met  with  a  group  of  people  who  had  similar  ideas  about 
changing  public  policy  so  that  there  would  be  some  breaks  given  to 
the  regional  Bell  companies  in  exchange  for  real  services  to 
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disadvantaged  groups.  We  formed  an  organization  called  the 
Alliance  for  Public  Technology,  which  still  exists,  which  I  was  a 
founding  board  member  of,  and  so  many  members  of  the  Intelligent 
Network  Task  Force  were  involved  in  forming  the  Alliance  for 
Public  Technology.   As  a  result  of  that  work,  I  became  very 
intrigued  at  what  all  this  technology  was  going  to  mean  for  people 
with  disabilities. 

Bonney:   Let  me  ask,  when  the  Intelligent  Network  Task  Force  was 
established,  was  Pacific  Bell  aware  of  disabled  needs? 

Kaplan:   Not  really,  no. 

Bonney:   So,  they  didn't  ask  you  to  come  because  they  had  some  inkling 
that-- 

Kaplan:   No,  they  just  wanted  representation  of  all  the  different  diverse 
groups  in  California.   At  that  time  they  did  provide  equipment 
through  the  equipment  distribution  program- -which  still  goes  on. 
At  a  forum  of  some  of  the  executive  vice  presidents  I  asked,  "What 
are  you  doing  to  serve  the  needs  of  people  with  disabilities?" 
And  they  said,  "Well,  oh,  we  have  this  program."  And  I  said, 
"Well,  yes,  but  that  program—you  were  required  to  offer  that 
program  by  the  California  legislature—it' s  not  like  you  did  this 
because  you  recognize  the  needs  of  this  marketplace.   Give  me  a 
break."  And  I  mean  the  executive  vice  presidents  really  didn't 
know  that  and  they  were  a  bit  embarrassed.  And  that  was  the 
beginning  of  an  ongoing  relationship  with  Pacific  over  issues 
around  disability  needs,  and  the  disability  market,  and 
accessibility  which  took  many  years  to  bring  to  fruition  and  is 
still  an  ongoing  process. 

But  it  was  being  on  the  Intelligent  Network  Task  Force  that 
really  inspired  my  wanting  to  do  work  here  at  WID,  looking  at  the 
impact  of  the  new  technologies  on  people  with  disabilities.   And 
the  Blue  Ribbon  Panel  work,  that  I  wound  up  getting  funded  and 
operating  as  a  multi-year  project,  followed  to  some  extent  the 
process  of  the  Intelligent  Network  Task  Force:  where  you  had  a 
core  group  of  people  who  would  meet  with  industry  people  on  a 
regular  basis  and  be  exposed  to  the  technology,  and  hear 
presentations  about  it,  and  have  an  interactive  process  with 
people  from  industry  talking  about  what  this  might  mean  for 
specific  populations. 

Bonney:   Okay,  now  that  was  the  first  project  that  you  got  funded  when  you 
were  at  WID,  right?  And  the  seven  companies  paid  for  that 
research? 

Kaplan:   Right. 
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Bonney:   Given  that  point  in  time- -which  was  about  '86,  '87,  '88,  in  there 
--what  were  the  technology  issues  that  were  emerging  as  really 
important?  What  were  you  trying  to  address? 

Kaplan:   I  didn't  really  know.   I  knew  that  there  were  a  lot  of  access 

problems  to  the  new  technology.  At  that  point  most  people  were 
only  thinking  about  adaptive  technology  as  ways  to  make  technology 
accessible.   You  know,  industry  would  come  out  with  something  and 
then  people  in  relatively  small  companies  would  try  to  figure  out 
what  they  could  sell  disabled  people,  so  disabled  people  would 
have  access  to  what  everybody  else  did. 

I  put  together  the  panel  to  be  representative  of  major 
disability  constituencies  and  major  disability  leaders  and  called 
it  the  Blue  Ribbon  Panel  because  I  felt  that  the  emphasis  needed 
to  be  on  the  disability  community  as  the  sort  of  experts  on 
disability.   But  I  knew  that  most  of  the  people  I  invited  on  the 
panel  hadn't  a  clue  about  access  to  telecommunications  or 
technology  and  so  they  needed  a  lot  of  exposure  and  education. 
And  I  knew  that  people  in  the  industry  knew  nothing  about 
disability  and  so  they  needed  the  exposure  and  education, 
themselves.   And  so  the  idea  was  to  create  a  process  where  people 
could  educate  each  other  and  get  more  involved  in  the  issues  on 
either  side. 

Bonney:   Now  you  mentioned  e-mail  and  voicemail  as  two  sort  of  new 

technologies  that  you  got  to  play  with  early  on.  Are  those  the 
kinds  of  things  you're  talking  about  when  you  say  emerging 
technologies? 

Kaplan:   Yes,  well,  they  were  emerging  at  that  time.   Yes.   The  World  Wide 
Web  didn't  exist  at  that  point.   The  internet  only  existed  as  a 
way  for  academics  and  scientists  to  communicate  with  each  other. 
It  was  clear  that  things  were  about  to  change  in  a  major  way  and 
that  technology  was  going  to  become  much  more  important  for 
everybody  in  terms  of  how  people  live  their  lives.   I  wanted  the 
disability  community  to  get  on  top  of  the  issue  quickly  and  for 
the  panel  to  make  its  own  recommendations  about  what  it  meant  and 
where  things  ought  to  go  from  a  policy  point  of  view.   What 
emerged  from  that  process  was  a  focus  on  universal  design  as  a  way 
of  really  insuring  that  the  technology  would  be  accessible,  moving 
away  from  relying  on  adaptive  technology  as  a  way  to  provide 
access,  and  putting  more  pressure  on  industry  to  design 
accessibility  features  into  generic  technologies  so  that  people 
could  use  the  same  equipment  and  services  as  everybody  else.   That 
became  the  focus  of  the  work  that  we  did.   That  really  became  the 
focus  of  the  work  of  the  technology  policy  division. 

Bonney:   At  WID? 
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Kaplan:   At  WID,  right.  And  other  projects. 

Bonney:   Before  universal  design,  or  before  you  started  into  this,  what 

kinds  of  issues  came  up  for  people  with  disabilities?  What  were 
the  problems? 

Kaplan:   Well,  the  problems  were  how  you  had  access  to  the  adaptive 

technology- -who  paid  for  it,  how  you  found  out  about  what  was 
available  —  and  the  problems  were,  I  think,  really  looked  upon  in 
that  primary  light.   I  mean  the  problem  was  that  most  of  the 
community  just  hadn't  a  clue  that  technology  was  at  all  important. 
Technology  was  regarded  as  an  issue  for  techies.   It  wasn't 
regarded  as  a  policy  issue.   It  was  regarded  as  something  that 
people  who  knew  something  about  computer  programming  could 
participate  in  discussions,  but  nobody  else  had  much  of  an 
interest.   People  just  didn't  get  that  there  was  something  going 
on  and  that  it  was  going  to  affect  whether  people  could  get  jobs, 
it  was  going  to  affect  whether  people  could,  you  know,  buy  things 
over  the  internet,  I  mean,  nobody  saw  that.   Nobody  knew  exactly 
how  that  was  going  to  roll  out.   But  people  just  didn't  see  that 
the  telephone  and  the  computer  were  going  to  merge  in  some 
technical  way  and  be  combined.   People  just  didn't  have  a  clue 
where  things  were  going.   Didn't  think  it  was  important. 

Bonney:   What  physical  problems  did  people  have  using  technology? 

Kaplan:   Well,  blind  people  couldn't  really  use  computers,  because  there 
was  very  little  available  in  terms  of  voice  output  or  Braille 
output  or  anything.   There  weren't  many  problems  for  deaf  people 
at  that  point  because  it  was  all  just  text-based,  and  there 
weren't  that  many  problems  for  people  with  physical  disabilities 
because  a  lot  of  the  computer  based  technology  wasn't  out  in  the 
public,  yet,  in  inaccessible  ways.   And  so  it  was  only  what  you 
could  imagine  might  be  coming.   Then  the  standard  problem—the 
biggest  problem—was  TTY  access  to  the  telephone  for  deaf  people, 
or  how  to  get  access  to  people  who  are  hard  of  hearing.   That  was 
where  things  were. 

Bonney:   Okay,  so  how  did  we  get  to  universal  design,  or  did  we?  Did  that 
actually  happen? 

Kaplan:   Yes,  the  committee  wrote  two  reports  which  were  really  authored  by 
staff  but  the  committee  reviewed  them.   The  first  one  looked  at 
the  demographics  of  the  potential  market  of  people  with 
disabilities  and  looked  at  all  the  different  ways  that  barriers 
might  begin  to  crop  up  around  new  technologies  that  we  could  see 
were  coming.   And  so  that  was  called  "Laying  the  Foundation,"  the 
first  report.   And  the  intent  was  to  begin  to  layout  the 
dimensions  of  the  issue,  for  industry  to  see  how  many  people  were 
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going  to  be  affected  by  all  this,  and  for  both  industry  and  the 
disability  community  to  layout  where  we  thought  the  barriers  were 
going  to  be  in  a  lot  of  detail.   So  there  are  charts  and  graphs  in 
"Laying  the  Foundation"  that  look  at  all  the  different  kinds  of 
technologies  that  we  knew  were  beginning  to  roll  out  and  that 
said,  "We  think  there's  going  to  be  barriers  for  people  who  are 
deaf --We  think  there's  going  to  be  barriers  for  people  with 
mobility  impairments—We  think  there 's--and  here's  our  description 
of  what  the  barriers  are  going  to  be." 

In  the  second  year  the  committee  wrote  a  more  policy- 
oriented  paper  called,  "Building  the  Framework"  that  came  up  with 
a  strong,  strong  emphasis  on  universal  design.  As  the  committee 
met  and  talked  about  the  issues  and  talked  with  more  and  more 
industry  people  who  gave  demonstrations  about  what  was  coming, 
what  kinds  of  new  technologies  were  in  the  marketplace,  or  what 
they  were  thinking  about,  it  became  real  clear  that  this,  even 
then—this  was  in  the  late  eighties,  early  nineties,  when  the 
technology  was  moving  so  quickly  in  terms  of  new  things  and  new 
applications  and  new  ideas  about  technology—that  adaptive 
technology  was  not  an  adequate  solution  for  many,  many  reasons. 
This  is  all  laid  out  in  "Building  the  Framework,"  that  the 
practical  sort  of  way  that  the  problems  — laid  out— with  new 
technologies-- . 

I  mean,  with  the  telephone  and  a  TTY  you  had  one  device  that 
was  designed  to  solve  an  access  problem  for  one  group  and  it  has 
served  for  decades  as  the  way  that  people  can  have  access  to  that 
technology  which  is  fairly  static.   That's  over.   The  technology 
changes  so  quickly  now  that  even  if  some  company  decides  that 
there  is  a  market  and  starts  making  an  adaptive  device— and  there 
are  many  barriers  that  exist  for  which  there  is  no  adaptive 
technology— nobody ' s  decided  to  make  something  or  has  decided  what 
might  fix  the  problem.   But  for  those  things  where  there  are 
adaptive  technologies  that  have  been  invented  and  put  on  the 
marketplace,  there  is  a  serious  lag- time  between  when  the  product 
comes  out  and  when  the  adaptive  technology  is  then  made  available. 
Two  or  three  years .   Two  or  three  years !   The  technology  that  the 
adaptive  technology  is  based  on  is  completely  outmoded  and  being 
replaced. 

That  was  most  graphically  illustrated,  as  it  were,  by 
Windows  and  the  graphic  user  interface.   Blind  people  were  just 
beginning  to  really  get  on  board  with  screen  readers  that  worked 
with  ASCII  text  on  a  screen.   You  know,  plain  text  on  a  computer 
screen.   That's  how  most  services  were  in  the  beginning  of  the 
nineties,  and  then  Microsoft  came  along  with  Windows  which  is  all 
graphics-based.   Screen  readers  don't  work  with  Windows,  and  they 
still  don't  work  very  well  with  Windows,  although  chere  are  some 
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products  out  there  now  in  the  late  nineties  that  do,  but  it's 
taken  that  long!   And  there  are  so  many  technologies  and  so  many 
different  products  coming  into  the  marketplace  now,  that  are 
totally  inaccessible.   I'm  on  different  lists  served  on  the 
internet,  and  you  know,  you  could  spend  all  your  time  just  looking 
at  what's  available  and  complaining  about  all  the  barriers. 


Universal  design  is  certainly  not  an  idea  that's  been 
embraced  by  the  industry,  but  I  think  most  people,  most  advocates, 
now  feel  that  that's  the  only  way  to  insure  accessibility.   I 
think  by  the  end  of  the  project  there  was  strong  consensus  in  the 
community  that  that  was  the  main  approach  that  people  should  be 
advocating  for  to  solve  the  access  problems. 

Bonney:   What  happened  with  the  seven  companies?  Now,  they  started  this 
project  with  you  and  other  groups  to  sort  of  build- -it  sounds 
like--to  build  a  new  consumer  base  where  they  could  branch  out  and 
do  some  different  things.  What  happened  there?  Did  they  drop  the 
ball? 

Kaplan:   In  terms  of  the  market,  some  of  the  companies  picked  up  the  ball 
and  some  didn't.  As  it  turned  out,  the  four  companies  that  wound 
up  being  merged  into  two  are  the  companies  that  have  really  picked 
up  the  ball  the  most.  And  so  it's  four  out  of  seven,  technically, 
although  it's  now  two  out  of  seven.   Pacific  Bell  and  SBC,  which 
was  Southwestern  Bell,  have  merged.   And  the  parent  company,  SBC-- 
well,  Pacific  Bell,  because  of  our  relationship- -developed  a 
universal  design  policy  many  years  ago  and  has  been  working  with 
staff  inside  the  company  who  are  proselytizing  and  talking  product 
managers  into  making  their  products  accessible.   There  are  several 
products  that  have  come  out  that  have  universal  design  features. 

SBC,  the  parent  company,  now,  has  recently  adopted  their  own 
universal  design  policy  that  covers  the  new  entity  that  consists 
of  the  two  companies.   NYNEX  was  the  next  strongest  baby  Bell  to 
really  get  into  universal  design  and  to  start  its  own  policy. 
They  came  out  with  a  policy  several  years  ago  and  have  been 
working  on  implementing  it.   NYNEX  and  Bell  Atlantic  merged  and 
now  they're  called  Bell  Atlantic,  and  Bell  Atlantic  has  adopted 
universal  design  policies.   In  that  case,  the  community  went  to 
Bell  Atlantic  and  said,  "We  know  that  you  need  support  to  get  this 
merger  through  the  different  regulators  that  have  to  approve  it. 
We'll  support  it  if  you  will  adopt  a  universal  design  policy 
across  the  board  for  the  whole  new  company."  They  did  and  the 
community  did  support  it.  And  they  are  working  on  implementing 
it,  as  well. 
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The  other  three:  Bell  South,  U.S.  West,  and  Ameritech  have 
really  not  done  as  much. 

Bonney:   So  these  four,  consolidated  into  two  companies,  are  looking  at 
universal  design.   But  you  said  that  there  are  a  lot  of 
technologies  right  now,  Windows  being  one  of  them,  that  aren't 
really  universally  designed  or  accessible  to  people.   Have  the 
computer  companies,  themselves,  joined  in  this  effort  at  all? 
Where  do  they  stand  on  this? 

Kaplan:   Some  have.   Some  have  universal  design  policies.   Microsoft 

actually  does  and  they've  done  a  lot.  Windows  came  out  before  the 
universal  design  policy  and  they  were—around  the  time  that  blind 
people  started  to  have  huge  problems  with  graphic  user  interfaces 
--Windows  was  getting  adopted  more  and  more  in  the  workplace  and 
so  blind  people's  jobs  were  being  threatened.   People,  advocates 
in  Massachusetts  and  Missouri,  used  their  Tech  Act  projects—which 
were  established  under  the  Federal  Technology  Assistance--!  don't 
what  it  all  stands  for,  I  can't  remember  the  full  name  of  the  act. 
Federal  legislation  set  up  technology  assistance  centers  in  each 
state.   Each  state  governor  had  to  set  up  a  part  of  the  state 
government  that  would  have  this  money  and  use  it  to  get 
information  out  to  people  about  technology,  and  accessibility,  and 
adaptive  technology  that  would  provide  direct  services  to  people 
and  do  system  advocacy. 

Massachusetts  and  Missouri  went  to  their  state  chief 
information  officers  and  the  people  who  in  the  state  were 
responsible  for  the  state's  purchasing  policies—what  kind  of 
technology  they'll  purchase  for  their  own  use  for  state 
government- -and  got  their  states  to  threaten  Microsoft  that  they 
would  not  purchase  any  Microsoft  products  if  people  with 
disabilities  couldn't  use  them.  Massachusetts  was  the  lead  in 
that  and  that  got  Microsoft's  attention,  and  they  decided  to  make 
Windows  '95  more  accessible  and  have  been  working  internally  to 
make  more  and  more  products  accessible  to  people  with 
disabilities. 

Some  of  their  multi-media  now  has  captioning  built  in  and 
they  have  come  out  with  a  product  that  anybody  can  use  to  make 
multi-media  products  captioned- -because  you  need  technology  in 
order  to  do  that—and  so  they  came  out  with  a  tool  that  can  be 
used  on  any  multi-media  offering  product  that's  sold  by  Microsoft 
to  make  sure  captions  are  in  it.  And  they  are  doing  more  and  more 
within  Microsoft,  although  the  problem— and  Microsoft  is  typical 
of  it— with  these  technology  companies  is  that  they  are  very  flat 
companies  in  terms  of  how  they're  organized. 


122 


Bonney: 
Kaplan: 

Bonney: 
Kaplan: 


The  old  business  structure  where  you  have,  you  know,  one 
administration  that  controls  everything  that  the  company  does  is 
not  the  business  model  that's  used  by  technology  companies.   It's 
more  the  Japanese  model  where  you  have  lots  of  business  units  who 
have  complete  authority  to  do  their  own  thing  with  very  little 
outside—from  the  administration  of  the  company- -imposed  on  what 
they  do  and  how  they  do  it,  because  having  that  degree  of 
centralization  makes  it  impossible  for  a  company  to  get  products 
out  quickly  and  to  compete  in  a  highly  competitive  marketplace. 

And  so  even  when  a  company  has  a  universal  design  policy, 
it's  extremely  difficult  to  actually  implement  it  because  the 
reality  is  those  companies  cannot  just  tell  people  how  to  do 
things.   They  can  encourage,  they  can  put  resources  into  it,  they 
can  make  a  big  deal  out  of  it  but  they  will  not  take  away  the 
authority  of  the  product  managers  because  that  results  in 
centralization.   The  reality  is  that  disabled  people  are  better 
served  by  centralization  and  that  is  not  how  these  companies  are 
operating. 

Some  other  big  companies  have  been  working  on  accessibility 
--Sun  Microsystems—Apple  was  an  early  company  that  started  off  as 
a  very  idealist,  socially  conscious  company,  and  as  a  part  of  that 
they  put  several  accessibility  features  into  some  of  the  original 
Apple  products,  but  that's  sort  of  gone  by  the  wayside.   I  think 
their  accessibility  unit  no  longer  exists  because  of  all  the 
cutbacks  they've  had  to  make  at  Apple  just  to  stay  alive--Sun-- 
there's  Microsoft,  there's,  IBM  has  always  done  some  accessibility 
stuff. 

But  IBM  has  tended  to  have  a  unit  that  is  separate  from  the 
rest  of  the  company  that  works  on  separate  disability  access 
technologies.   They've  tended  not  to  think  about  it  in  terms  of 
universal  design. 

So  they're  building  adaptive  devices  to  work  on  their-- 

Or  they'll  build--if  they  come  out  with,  let's  say,  one  line  of 
products,  they  might  come  out  with  one  model  that  has 
accessibility  features. 

I  see. 

Most  of  the  industry  is  not  paying  any  attention.   If  you  talk  to 
them  about  accessibility  there  may  be  some  interest  but  there's  no 
real  strong,  immediate,  market-oriented  push  towards 
accessibility.   It's  very  difficult  to  document  sales  from 
universal  design.   It's  hard  to  show  that's  why  scnebo.^y  bought 
that  product.   You  don't  know  without  doing  a  lot  of  very 


123 


expensive  post  sale  research,  and  most  companies  won't  spend  that 
kind  of  money. 


Kaplan:   Most  companies  are  totally  oblivious.   And  there's  also  just  a 
very  strong  social  mind  set  that  accessibility  is  dealt  with  by 
other  people.   The  whole  concept  of  universal  design—that 
everybody  needs  to  take  some  responsibility  for  the  design  of 
accessibility  into  products  —  runs  counter  to  how  things  have 
always  been  done.   It's  mostly,  you  know,  if  you  get  people  within 
a  company  who  are  sympathetic,  they'll  just  go,  "Well,  that's  all 
nice  and  good  but  that  would  mean  that  it  would  take  me  longer  to 
get  my  product  out  to  the  market  and  I'm  not  going  to  do  that. 
You  can't  prove  to  me  that  it  would  be  worth  it  in  the  bottom 
line."  We  can't.   We  can  come  up  with  a  lot  of  slogans  and  good 
sounding  things  but  we  can't  prove  it  in  the  way  that  they  need 
proof  with  market  studies  and  market  analysis. 

Bonney:   What's  it  going  to  take  to  get  them  to  look  at  access  more? 

Kaplan:   Government  regulation  is  probably  the  way  to  go,  but  we've  just 

gone  through  a  long  process  over  implementation  of  Section  255  of 
the  Telecommunications  Act  of  1996,  which  is  not  quite  over.   As  a 
result  of  the  negotiations--!  think  I  mentioned—that  we  held 
between  all  seven  of  the  companies  and  a  consumer  coalition  of 
disability  groups.   Well,  it  took  a  year  of  negotiating  with  all 
seven  of  the  regional  Bell  companies.  And  it  was  a  CCD  task  force 
on  telecommunications  that  was  negotiating  on  the  other  side.   I 
was  a  part  of  it  when  I  was  head  of  technology  policy  at  WID. 

Bonney:   Now  you've  lost  me.   You  didn't  mention  this  earlier. 

Kaplan:   Okay,  before  the  Telecommunications  Act  of  1996  was  enacted,  there 
was  pending  telecommunications  reform  legislation  for  many  years 
that  never  got  through  Congress.  Around  1994,  the  regional  Bell 
companies  indicated  that  they  might  be  willing  to  put  something  in 
their  versions  of  what  they  wanted.   They  would  always  get  some 
senator  to  introduce  their  bill  because  they  had  that  kind  of 
clout.  And  there  'd  be  competing  bills.   They  said  that  they  would 
be  willing  to  put  something  regarding  accessibility  into  their 
bill  in  an  effort  to  try  to  get  support  from  the  disability 
community  for  their  bill. 

We  were  not  happy  with  what  they  initially  proposed-  -it  was 
much  to  general  and  had  no  real  teeth  to  it-  -and  so  we  spent  a 
year  negotiating  with  all  seven  companies  for  something  stronger. 
That  eventually  resulted  in  a  specific  section  of  the  pending 
legislation  that  eventually  in  somewhat  modified  form  made  its  way 
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into  the  Telecommunications  Act  of  1996,  Section  255.   It  requires 
manufacturers  of  customer-premises  equipment  to  make  their  stock 
accessible  through  universal  design  principles.   And  also  it 
requires  the  same  thing  of  network-based  services. 

The  Access  Board  was  required  to  come  up  with  guidelines 
sort  of  like  the  ADAAG  [Americans  with  Disabilities  Act  Access 
Guidelines]  only  for  telecommunications.   They  put  together  a 
working  group  called  the  Telecommunications  Accessibility  Advisory 
Committee  [TAAC]  that  I  did  not  participate  in  because  I  was 
working  at  IDI  at  that  time.   Betsy  was  a  member  of  the  TAAC-- 
Betsy  Bayha,  here  at  WID--and  after  a  year  and  a  half  or  so  they 
issued  some  recommendations  which  eventually  the  Access  board 
adopted  as  their  guidelines. 

Bonney:   Let  me  see,  the  Access  board  is  the  board  of-- 

Kaplan:   The  Architecture  and  Transportation  Barriers  Compliance  board. 

They  now  call  themselves  the  Access  board.   That  then  shifted  the 
ball  to  the  FCC--the  Federal  Communications  Commission- -which  was 
supposed  to  come  up  with  the  regulations  about  how  these 
guidelines  would  be  enforced,  about  what  kind  of  weight  they  would 
be  given,  and  responding  to  complaints,  or  other  regulatory 
efforts  to  enforce  Section  255. 

The  FCC  just  issued  a  couple  of  weeks  ago  their  proposed 
rules  and  they're  absolutely  horrible. 

Bonney:   What  did  they  do? 

Kaplan:   Many  things.   Instead  of  doing  any  kind  of  compliance  reviews  or 
making  broad  requirements  on  the  industry,  they  decided  that 
enforcement  should  move  ahead  with  case  by  case  complaints.   And 
they  adopted  the  Access  board's  guidelines  merely  as  guidelines, 
not  as  requirements,  for  the  most  part.   And  so  there's  these 
nebulous  guidelines  that  don't  really  have  the  force  of 
regulations  that  the  industry  might  follow,  and  if  they  do,  then 
if  somebody  files  a  complaint  they  might  be  treated  better  than 
somebody  who  didn't  follow  the  guidelines,  but  we  really  don't 
know.   So  there's  no  across  the  board  requirements  on  the  industry 
about  what  they  have  to  do  to  comply  with  Section  255. 

They  also  allow  the  industry  to  use  all  sorts  of  excuses  for 
not  complying  such  as,  they  wouldn't  recover  all  their  costs  of 
making  the  equipment  accessible  because  they  don't  think  the 
market  is  big  enough.   Just  all  sorts  of  excuses  that  the  industry 
wanted  and  advocates  didn't  want,  but  they  can  use  as  defenses  to 
any  complaint  that's  filed  against  them.   They  also  said  that  the 
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rule  only  applies  to  basic  telecommunication  service  and  not  any 
enhanced  information  services  which  defeats  the  whole  thing. 


Now  what's  a  basic  service  and  what's  an  enhanced  service? 


for 


Dial  tone  is  basic  service.   Voicemail  is  an  enhanced  service, 
example.   An  information  service  provided  with  a  modem  and  a 
computer  is  an  enhanced  service,  it's  not  covered.   All  sorts  of 
things  are  not  covered.   It's  horrible.   It's  horrible,  so  I'm 
waiting  to  get  a  conference  call  scheduled  next  week  amongst  all 
the  key  disability  players  who  were  all  participants  in  the  Blue 
Ribbon  Panel  to  figure  out  what  we're  going  to  do. 

So  the  panel  may  be  revitalized? 

It's  not  the  panel,  itself --no.   There's  some  key  players  who  were 
members  of  the  panel  who  emerged  mostly  during  the  negotiations 
with  the  seven  regional  Bell  companies. 


Telecommunications  Act  of  1996 


Bonney:   Okay.   What  is  the  Telecommunications  Act  of  1996? 

Kaplan:   It's  a  huge  bill  that  changes  —  that  basically  shifts  the  rules-- 
the  rules  about  how  the  telecommunications  industry  could  proceed 
were  set  out  in  Judge  Greene's  modified  final  judgment  which  he 
kept  modifying  over  time.   The  FCC  [Federal  Communications 
Commission]  had  some  regulatory  authority,  but  everything  was  from 
a  federal  regulatory  point  of  view  still  under  the  old  framework 
before  all  the  information  services  and  before  all  the 
deregulation  of  the  industry.   The  Telecommunications  Act  of  1996 
was  basically  a  rewrite  of  the  Communications  Act  of  1934  in  major 
respects,  setting  up  all  sorts  of  new  guidelines  about  how  you  pay 
for  universal  service  in  a  deregulated  environment- -a  lot  of 
non-disability  related  things—creating  money  that  would  go  into  a 
fund  that  would  wire  up  schools,  and  libraries,  and  community 
centers,  and  setting  up  all  sorts  of  very  technical  economic  and 
technology  rules  about  how  competition  could  take  place,  not  just 
in  long-distance  but  in  local  service.  And  it  has  to  do  with  what 
are  the  ground  rules  that  have  to  be  followed  in  order  for  the 
regional  Bell  companies  to  compete  in  long  distance  and  what  are 
the  ground  rules  about  how  long  distance  companies  and  other 
companies  can  begin  to  get  involved  in  competition  for  local 
service.   So,  that's  the  primary  focus  of  it. 
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And  then  this  group--!  can't  remember  what  you  called  it,  now—the 
task  force  for  a  group  that  worked  for  a  year  to  get  the  Section 
255  — 

The  CC— was  it  a  task  force  of  the  Consortium  of  Citizens  with 
Disabilities  [CCD] --which  is  a  big  disability  umbrella  group  in 
Washington,  D.C.  that  is  mostly  groups  that  do  lobbying,  and  they 
had  a  task  force  on  telecommunications. 

And  this  task  force  was  the  group  that  you  said  would  help  the 
PacBell  companies  get  the  Telecom  Act  passed  if  they  guaranteed 
that  there "d  be  some  accessible  portions? 

The  negotiations  with  the  seven  regional  Bell  companies  were  over 
what  became  Section  255.   When  the  Bell  companies  said,  "Yes, 
we'll  let  that  in  our  bill  and  we'll  support  it,"  then  the  group 
said,  "Okay,  we'll  support  your  version  of  the  Telecommunications 
Act,"  that  you  want  passed,  because  our  stuff  is  in  that  version. 

Was  it  a  fight  to  get  the  Telecom  Act  passed? 

Oh,  it  was  a  huge  fight.   It  had  nothing  to  do  with  disability, 
yes,  mostly  between  the  long-distance  carriers  and  the  regional 
Bell  companies  but  all  sorts  of  other  big  companies  in  the  middle. 
And  that's  why  it  took  many,  many  years  to  get  it  passed,  because 
members  of  congress  take  money  from  all  those  companies  and  it  was 
very  difficult  for  them  to  figure  out  how  to  put  together 
legislation  that  wouldn't  piss  off  some  major  supporters, 
[laughter]  basically. 


Right.   If  section  255  is  part  of  the  Telecom  Act  of 
adopted  along  with  the  Act  in  '96? 

Yes,  it's  a  section  of  the  act. 


'96,  was  it 


Then  why  did  the  courts  recently  rule—or  not  the  court  but  who 
just  made  the  regulations? 

The  Federal  Communications  Commission?  They  come  out  with  the 
regulations  saying  what  Section  255  means  and  how  it's  going  to  be 

implemented. 

So  they  were  writing  regs  or  looking  at— 
Right,  they're  the  regulatory  agency.   Yes. 

So  since  '96,  then,  nothing  that's  included  in  Section  255  has 
been  promulgated,  or  promoted,  or  carried  through? 
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Kaplan:   It  takes  years  to  come  out  with  regulations. 
Bonney:   Okay,  so  it's  just  sort  of  languished  until  the  FCC- 
Kaplan:   It  hasn't  languished—it ' s  been—the  Access  board  first  came  out 
with  their  guidelines  and  then  the  FCC  has  come  out  with  theirs. 
A  couple  of  years  ago  the  FCC  issued  a—what  do  they  call  it— not 
a  notice  of  proposed  rule-making,  that's  what's  out  now,  but  when 
they  ask  for  just  general  comments  to  guide  them  in  drafting  the 
first  draft  of  proposed  regs,  they  asked  a  bunch  of  questions. 
And  they  did  that  a  couple  of  years  ago  around  Section  255.   And 
the  notice  of  proposed  rule-making  which  they  just  came  out  with, 
which  is  not  final  yet,  is  the  next  step  in  that  process.   It 
takes  years  to  write  regulations. 

Bonney:   Okay,  so  that's  the  next  step,  then,  that  some  members  of  the  Blue 
Ribbon  panel  may  pursue? 

Kaplan:   Yes,  the  question  is  to  pull  together  all  the  key  players  in 

telecommunications  policy  in  the  disability  community- -which  you 
can  sort  of  count  on  your  hand,  still— the  key  players,  the  people 
who  really  follow  this  stuff  and  who  spend  time  lobbying  at  the 
FCC  and  commenting  on  various  rule-makings,  to  figure  out  what  the 
hell  we're  going  to  do  now.   [laughs] 

Bonney:   So  there  is  a  chance  to  get  some  of  the  regulations  changed? 

Kaplan:   Yes,  but  industry's  not  happy  with  these  proposed  regs,  either,  so 
it'll  be  a  real  fight  to  get  our  point  of  view  across. 

Bonney:  They're  not  happy  with  it  because  they 're- 
Kaplan:  They  didn't  get  enough  of  what  they  wanted. 
Bonney:  Oh,  they  think  disabled  got  too  much? 
Kaplan:  Yes. 
Bonney:  And  you  think  you  didn't  get  enough?   [laughs] 

Kaplan:   Right.   You  know,  that's  a  classic  situation  where  the  regulators 
say,  "Well,  nobody's  happy  so  we  must  have  done  a  good  job."  And 
they  leave  it  at  that.   So  it'll  be  very  difficult  to  figure  out 
what  on  earth  we're  going  to  do  to  budge.  We're  certainly  not 
going  to  get  what  we  want  and  so  years  of  effort  result  in  a  lot 
of  frustration. 

This  is  not  the  same  sort  of  thing  as  the  ADA  where  there 
was  a  huge  coalition,  and  you  know  every  disability  group  in  town 
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Bonney : 

Kaplan: 
Bonney : 
Kaplan: 

Bonney: 
Kaplan: 


has  been  paying  attention  and  feels  that  that's  their  bailiwick. 
It's  always  been  difficult  to  find  groups  who  will  spend  much  time 
on  telecommunications  policy  and  accessibility  issues,  although  I 
think  there's  a  constituency  out  there.   Politically  we're  always 
competing  for  attention  to  this  issue  with  everybody  else  who's 
working  on  everything  from,  you  know,  what's  happening  with  the 
regulations  for  the  new  IDEA  [Individuals  with  Disabilities 
Education  Act],  the  education  law,  social  security  reform,  rehab 
reform,  just,  you  know,  there's  tons  of  issues  that  people  are 
highly  invested  in  and  telecommunications  policy  is  just  one. 

It's  a  territory  politically  where  we're  not  the  major 
players,  we're  just  little,  tiny,  tiny  little  players  compared  to 
how  many  Fortune  500  companies  are  involved,  who,  you  know,  are 
buddies  of  Vice  President  [Albert]  Gore  [Jr.]  and  President 
[William  Jefferson]  Clinton  and  members  of  the  commission.   It's  a 
difficult  environment  in  which  to  have  much  success,  but  it's  the 
environment  that  you  have  to  deal  with  if  you  want  to  have  an 
impact  in  this  area.   And  that's  what  happens  with  disability 
policy  when  you  get  outside  of,  say,  Rehab,  where  nobody  else 
cares,  you  know?   [laughter]   Maybe  some  rehab  providers,  but 
that's,  you  know,  about  as  rocky  as  it  gets.  And  that's  nothing 
compared  to  duking  it  out  with,  say,  AT&T,  just  for  one. 

Was  Al  Gore  on  this  Blue  Ribbon  panel,  or  did  he  play  any  part  in 
any  of  this? 

No,  no.   The  Blue  Ribbon  panel  was-- 
Behind  the  scenes  or  any  of  that? 

No.   The  Blue  Ribbon  panel  work  happened  well  before  the  Clinton 
administration. 


Okay.   What  is  the  Alliance  for  Public  Technology? 
that  developed  and  you  were  a  founder  of  it. 


You  said  that 


Yes,  it's  a  coalition  of  individuals  and  organizations  who  are 
concerned  about  the  dichotomies  between  information-rich  and 
information-poor  in  society  and  who  believe  that  the  primary  way 
that  you  resolve  those  problems  is  by  having  public  policy  that 
promotes  investment  in  the  infrastructure,  and  promotes  the 
companies  that  own  the  local  infrastructure,  which  is  the  way  that 
the  telephone  line  reaches  the  residential  consumer,  primarily, 
still.   That  infrastructure  needs  to  be  upgraded.   So  that  means 
that  they  tend  to  be  more  sympathetic  to  the  issues.   They  tend  to 
have  more  common  cause  with  the  regional  Bell  companies  because 
the  regional  Bell  companies  own  the  local  infrastructure  although 
there  are  certainly  many  policy  disputes  with  them.   Because  as 
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competition  comes  forward,  the  regional  bell  companies  are  less 
inclined  to  want  to  build  up  the  infrastructure  in  neighborhoods 
and  geographic  areas  in  which  they  don't  feel  there's  an  immediate 
profit,  just  like  everybody  else.   But  the  Alliance  feels  that 
public  policy  really  needs  to  promote  building  up  the 
infrastructure  everywhere  for  everybody. 

Bonney:   When  we  are  talking  about  the  seven  regional  PacBells,  does  that 
cover  the  country? 

Kaplan:   Right.   The  seven  regional  Bells  were—before  divestiture,  AT&T 
held  everything  and  they  did  everything- -long  distance,  local. 
The  AT&T  consent  decree  cut  AT&T  up  and  said,  "AT&T,  you  can  own 
long  distance,  and  manufacturing,  and  all  these  other  things  but 
you  have  to  give  up  the  local  network."   Instead  of  having  one 
company  that  did  all  the  local  telephone  service,  they  divided  it 
into  seven  regions  of  the  country,  so  seven  different  companies. 
And  that's  how  the  baby  Bells  got  established. 

Bonney:   Okay,  now,  what  about  other  telephone  companies  —  small  companies 
coming  up—popping  up? 

Kaplan:   Well,  the  trend  in  state  regulation  is  to  deregulate  the 

operations  of  the  local  networks  and  all  competitors  to  come  in 
that's  been  happening  through  state  regulation.   California's  one 
of  the  first  states  to  allow  local  competition. 

Bonney:   So  would  it  be  easier  to  change  the  infrastructure  with  these  new 
smaller  companies,  or  are  they  just  piggy-backs? 

Kaplan:   It  doesn't  make  much  difference.   The  way  that  competition  happens 
is  that  other  companies  come  in  and  the  baby  Bells  are  legally 
required  to  re-sell  access  to  their  network  to  these  local 
companies,  and  so  the  local  companies  don't  come  in  for  the  most 
part  and  build  their  own  infrastructure. 

Bonney:   They  don't  have  much  to  say  about  it.  Yes,  okay. 

Kaplan:   But  the  way  that  the  rules  are  set  up  over  how  local  competition 

happens— and  the  regulators,  both  at  the  FCC  and  the  state  level- 
set  basically  the  price  that  the  regional  Bell  companies  have  to 
sell  access  to  the  local  network.   The  regional  Bell  companies  are 
complaining  that  they  have  to  sell  access  to  the  network  so 
cheaply  that  there's  no  incentive  for  them  to  build  up  the  network 
because  they  have  to  sell  it  off  so  cheap  that  they  can't  recoup 
their  investment. 

And  it's  the  other  companies  that  end  up  being  able  to  offer 
more  and  sell  more  because  of  all  the  investment  in  the  local 
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network  that  the  regional  Bells  are  not  allowed  to  recoup  fast 
enough  according  to  their  own  business  schedule.   And  so  they're 
arguing  that  the  way  things  are  set  up  now,  in  order  to  offer  more 
competition,  actually  creates  a  disincentive  to  investing  in 
upgrading  the  local  network.   And  what  ends  up  happening  is  that 
everybody  ends  up  competing  for,  say,  Marin  County,  and  nobody  is 
interested  in  competing  for  West  Oakland,  and  so  Marin  County  will 
get  lots  of  upgrades  from  Pacific  Bell,  but  they're  not  going  to 
invest  where  they  can't  recoup  their  investment. 

Bonney:   What  is  ADAAG?  You  mentioned  ADAAG. 
Kaplan:   ADA  Access  Guidelines. 

Bonney:   Okay,  all  right.   So  the  Alliance  for  Public  Technology,  then,  is 
looking  at  the  infrastructure  and  changing  it? 

Kaplan:   And  access  to  technology,  generally.   Part  of  the  policy  of  the 

Alliance  for  Public  Technology  is  universal  design  and  access  for 
people  with  disabilities  as  well  as  access  for  low  income  people, 
access  for  people  who  speak  languages  other  than  English,  and  so 
part  of  the  umbrella  of  the  Alliance  includes  room  for  the 
disability  advocacy  agenda.  And  it's  a  coalition  that  will 
advocate  for  disability  access,  not  just  from  a  disability  point 
of  view,  I  mean,  not  just  disability  people  making  those 
arguments . 

Bonney:   What  is  it  doing  at  the  moment  for  accessibility  issues? 

Kaplan:   I  don't  know,  I  expect  the  Alliance  might  comment  on  the  FCC 

notice  of  proposed  rule-making.   They  generally  are  putting  most 
of  their  effort  these  days  into  Section  706  of  the 
Telecommunications  Act  which  has  been  virtually  ignored  by  the 
FCC,  which  requires  that  the  FCC  take  into  account  in  all  of  its 
other  rule-makings  to  implement  the  act  the  impact  of  those  rules 
and  how  they  are  designing  those  rules.   They  have  to  take  into 
account  what  would  be  the  impact  on  upgrading  the  local  network. 
And  so  the  new  commission,  there's  a  new  commission.   Reed  Hunt, 
who  was  the  chairman  of  the  commission  resigned  about  seven,  eight 
months  ago  and  several  other  commissioners'  terms  were  up,  with 
the  exception,  I  think,  of  one  holdover.  Most  everybody—it's  a 
five  person  commission—most  everybody  on  the  commission  right  now 
is  pretty  new,  just  a  few  months  into  the  positions. 

And  the  new  chairman  of  the  FCC  is  a  young  African-American 
attorney  named  Bill  Kennard  who  is  very  receptive  to  doing 
something  on  706.   He's  also  come  out  with  great  rhetoric  on 
Section  255,  as  well  as  all  the  other  commissioners.   It  was  so 
ironic  when  they  issued  the  notice  of  proposed  rule-making,  each 
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commissioner  was  unanimous.   They  issued  a  separate  statement  from 
each  one  saying  what  a  great  thing  this  was.   I  think  they  really 
haven't  a  clue  that  the  staff  sold  the  disability  community  down 
the  river.   I  don't  think  they  know. 

Bonney:   Is  the  disabled  community  going  to  tell  them? 

Kaplan:   Oh,  yes. 

Bonney:   So  that's  probably  the  next  plan  of  action? 

Kaplan:   Yes,  the  next  plan  of  action  is  how  to  really  turn  up  the  heat. 

And  I'm  going  to  be  advocating  a  strong  media  campaign- -that  we-- 
my  line  is  that  this  commission  is  either  unbelievably  stupid  or 
unbelievably  cynical  and  arrogant. 

Bonney :   And  naive . 

Kaplan:   Yes,  to  come  out  with  a  statement  saying,  "What  a  great  thing 

these  rules  are."  Because  they're  absolutely  horrible.   You  know, 
"You  either  don't  know  what's  going  on  or  you  are  unbelievably 
duplicitous  and  untrustworthy --one  or  the  other.   That  you  are 
wrong."  And  that's  basically  the  message. 

The  staff  within  the  commission  that  are  working  the 
disability  issues  are  young  and  green  and  I  think  they  got 
completely  snowed  by  everybody  else  within  the  commission  over 
what  made  sense  in  these  rules,  snowed  by  industry. 

Bonney:   I  was  going  to  say,  you  don't  think  it  was  industry  that  snowed 
them  out?   [laughs] 

Kaplan:   Oh,  I'm  sure.  Well,  industry,  the  FCC  is  a  strange  agency.   It's 
an  independent  commission,  they  can  do  whatever  they  want  within 
statute.   The  president  doesn't  have  any  real  say  over  them  and 
they  generally  don't  publish  what  they  do  in  the  federal  register. 
I  don't  know  why—they  just  issue  things—and  the  insiders  know 
what  they're  doing,  and  those  who  are  very  far  removed  from  the 
FCC  haven't  a  clue.  Although  you  now  can  go  to  their  web  page  and 
get  stuff,  before  it  was  virtually  impossible  to  even  find  out 
what  they  were  doing.   You  had  to,  what  happens  is  that  all  the 
industries  who  are  impacted  by  the  FCC  rules  have  lobbying  offices 
all  within  one,  or  two  blocks,  or  three  blocks  of  the  FCC.   You 
can  just  go  around  that  part  of  Washington  and  if  you  know  who's 
where,  you  know  exactly  where  they  all  are.  And  they  just  spend 
all  of  their  time  over  at  the  FCC  roaming  the  halls,  meeting  with 
people,  chatting,  and  attending  things.   And  so  the  industry  has 
far  more  influence  over  there  than  anybody  else  just  because 
they're  there.  And  there  are  very  few  advocacy  gioups  or  public 
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interest  groups  that  have  that  kind  of  resources  just  for  what 
goes  on  at  the  FCC. 


Technology  Policy  Division  of  the  World  Institute  on  Disability 


Bonney:   Tell  me  what  the  technology  division  at  WID  has  been  involved  with 
besides  the  Telecommunications  Act  of  1996. 

Kaplan:   We  had  a  Department  of  Commerce  grant  for  a  couple  of  years  under 
which  we  developed  materials  on  universal  design  and  held  several 
conferences  around  the  country  that  were  designed  to  attract 
industry  people  as  well  as  government  and  consumers.   That 
resulted  in  a  videotape  that  we  co-produced  with  Pacific  Bell 
about  universal  design  and  telecommunications. 

Bonney:   Who  was  the  target  audience  for  that  film? 

Kaplan:   Mostly  industry.   It  was  done  by  Pacific  Bell  for  internal  use  so 
that  people  inside  the  company  would  know  what  this  idea  was.   And 
then  we  used  it  as  well  for  just  showing  people  what  universal 
design  might  mean.   It  had  a  couple  of  vignettes  as  well  as  people 
talking  about  it. 

Since  then,  the  focus  of  the  technology  policy  division  has 
shifted  and  a  lot  of  the  attention,  now,  is  on  access  to 
technology—internet  technology  primarily—in  the  classroom  for  K- 
12  students.   Because  we  know  that  as  classrooms  all  get  wired  and 
teachers  begin  using  the  internet  more  as  a  tool  for  teaching, 
there  are  lots  of  students  with  disabilities  who  can't  use  the 
technology  that's  in  the  classroom  because  it's  not  designed  to  be 
accessible.   The  mainstream  teachers  don't  know  what  is  available, 
or  what  they  could  do  to  influence  the  purchasing  policies  of 
their  own  school  districts  to  demand  accessible  technology,  or 
what  they  could  do  to  make  what  they've  got  more  accessible. 

Bonney:   So  is  the  program  under  WID  going  into  the  schools  and  working 
with  individual  teachers? 

Kaplan:   We  just  produced  a  handbook  for  teachers  on  what  they  can  do  to 
make  their  technology  accessible  using  stuff  that's  already  out 
there,  some  of  it  for  free.   We  are  looking  for  money  to  do  a  lot 
of  training  and  dissemination  around  the  handbook,  mostly  going  to 
conferences  that  teachers  go  to,  publishing  the  information  on  the 
web,  and  making  sure  that  the  websites  that  teachers  go  to  are 
linked  to  ours. 
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Bonney:   Are  you  going  to  just  focus  on  K-12  or  are  you  going  to  get  this 
information  into  the  colleges? 

Kaplan:   What  actually  we've  been  thinking  of  doing  as  a  next  step  is 
putting  together  something  like  the  handbook  for-- 

*t 

Kaplan:   --that  has  been  done  but  also  the  issues  are  more  complex  because 
higher  education  institutions  use  technology  in  many  more  ways 
than  just  the  internet  in  a  classroom,  which  is  mostly  what's 
going  on  in  K-12.  And  so  I  don't  think  there's  any  immediate 
plans  to  go  into  that. 

Bonney:   What  else  is  WID  doing  in  the  technology  division? 

Kaplan:   That's  been  mostly  it.  Actually,  another  project- -the  handbook 
came  out  of  a  subcontract  that  WID  has  with  Gallaudet  University 
as  a  federal  NIDRR  [National  Institute  on  Disability  and 
Rehabilitation  Research] -funded  rehab  engineering  research  center 
on  universal  design  in  telecommunications.  And  the  handbook  was  a 
product  of  that  subcontract,  although  we're  now  looking  for  more 
money  to  be  able  to  disseminate  it  more  widely  and  turn  it  into  a 
training  curriculum.  We  also,  under  the  Gallaudet  subcontract, 
are  now  engaged  in  research  to  find  out  what  already  has  been 
written  and  what  research  has  been  done  regarding  people  with 
cognitive  disabilities  and  their  use  of  technology,  and  what  are 
the  barriers.  And  I  think  that  will  lead  to  a  set  of 
recommendations  about  what  ought  to  be  done  next,  either  research, 
or  dissemination,  or  something.   But  the  idea  is  to  find  out  what 
currently  exists,  what  is  the  state  of  the  art,  because  nobody 
really  knows.  And  then  once  we  know  that,  we'll  figure  out  what 
we  think  needs  to  be  done  next .   But  that ' s  an  area  that  very  few 
people  have  looked  at. 

Bonney:   Sounds  good. 

Kaplan:   Yes. 

Bonney:   Is  Betsy  still  running  the  department? 

Kaplan:   Yes. 

[tape  interruption] 

Bonney:   Debby,  another  committee  that  you  worked  on  was  the  PacBell 
Consumer  Advisory  Committee.   Can  you  tell  me  what  that  was? 
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Kaplan:   Pacific  Bell  just  has  an  ongoing  consumer  advisory  committee  of 
consumer  leaders  in  the  state  who  meet  with  different  product 
managers  and  people  who  run  different  operations  within  the 
company  on  a  regular  basis  to  get  sort  of  the  pulse  of  what's 
going  on.   They  give  a  lot  of  feedback  to  those  people  after 
hearing  presentations  about  what's  going  on.   They  might  have 
questions  about  issues  ranging  from  privacy,  to  accessibility,  or 
cost,  or  impact  on  inner  cities,  or  those  sorts  of  issues.   And 
then  the  committee  writes  an  annual  report  to  the  company  that 
emphasizes  three  or  four  major  points  of  recommendations  that  they 
would  like  to  make  about  what  direction  they  think  the  company 
should  be  taking  vis-a-vis  consumers.  And  they  have  a  meeting 
with  the  corporate  officers  and  the  policy  committee  of  the  board 
of  directors  of  the  company  once  a  year  at  which  they  present  the 
annual  report  and  there's  a  dialogue  about  what  goes  on.   I  was  on 
the- -I  think  you're  on  for  three-year  terms  —  and  in  my  third  year 
I  was  a  chairperson  of  the  committee. 

Bonney:   Now,  do  they  do  legal  work  at  all? 

Kaplan:   No. 

Bonney:   It's  just  recommendations. 

Kaplan:   It's  recommendations  to  the  company  as  outside  consumers  about 
what  they  think  the  company  ought  to  be  doing  or  how  they  think 
they  ought  to  be  looking  at  the  world. 

Bonney:   Are  they  receptive? 

Kaplan:   Sometimes. 

Bonney:   Are  they?   [laughs]   So  it's  worth  continuing? 

Kaplan:   Yes,  I  mean,  the  group  has  influence  over  the  company  and  you  end 
up  having  access  to  a  lot  of  information  about  the  industry  and 
what's  going  on.   You  get  technical  presentations  about  new 
technologies,  you  get  access  to  a  lot  of  proprietary  information 
that  is  useful  to  understanding  generally  sort  of  where  the 
industry  is  going,  and  provide  them  advice  about  political 
strategy,  marketing  strategy,  you  know,  consumer  affairs,  all 
sorts  of  things. 

Bonney:   What  dates  about  were  you  on  the  committee? 

Kaplan:   I  don't  remember.   Early  nineties.   I  don't  remember. 

Bonney:   Okay.   Well,  I  think  we'll  stop  there. 
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Kaplan:   Okay,  good. 

[Interview  6:  May  11,  1998]  ## 

Bonney:   Okay,  we  were  going  to  talk  about  the  National  Information 
Infrastructure  advisory  council. 

Kaplan:   Right.   Shortly  after  President  Clinton  was  elected  and  after  Vice 
President  Gore  had  made  it  very  clear  that  he  really  wanted  to  be 
doing  important  policy  work  around  new  information  technologies 
and  the  role  of  the  federal  government,  the  Clinton  administration 
announced  that  it  was  forming  a  National  Information 
Infrastructure  advisory  council  that  would  formally  be  under  the 
Department  of  Commerce.  An  official  notice  went  out  asking  for 
nominations.   This  is  like  open  to  everybody  in  the  world.   They 
appointed  something  like  twenty  people.   And  so  I  put  in  a 
nomination,  and  hoped  that  I  would  get  appointed,  and  called  in  a 
lot  of  chits,  and  miraculously  was.   I  was  the  only  person 
representing  the  disability  community  and  the  other  members 
included  CEOs  of  big  companies  like  Bert  Roberts,  the  president  of 
MCI,  Bill  Ferguson,  who  was  then  the  president  or  chairman  of 
NYNEX,  who  was  eventually  replaced  by  Ray  Smith,  who's  a  chairman 
at  Bell  Atlantic.   A  lot  of  just  fascinating  people  that  included 
a  woman  who's  a  chairperson  of  the  Oregon  Public  Utilities 
commission,  a  woman  who's  a  state  legislator  from  Hawaii—Carol 
Fukunaga--just  wonderful  people.   That  was  how  I  got  to  know 
Nathan  Mhyrvold,  who  is  one  of  the  top  people  at  Microsoft. 

The  first  meeting  was  maybe  in  January  or  February  of  1995 . 
And  the  co-chairs  were  Del  Lewis,  who  is  the  president  of  National 
Public  Radio,  and  Ed  McCracken,  who  was  the  CEO  of  Silicon 
Graphics  and  has  since  retired.  And  the  group  met  for  two  years. 

I  think  originally  the  Clinton  administration  thought  that 
it  would  be  a  sort  of  a  name-mostly  advisory  committee  that  would 
meet  maybe  twice  a  year.  At  the  first  meeting  the  group  agreed 
that  it  would  meet  far  more  often  than  that,  that  proxies  would 
not  be  allowed—in  other  words,  only  the  people  actually  on  the 
committee  would  be  allowed  to  participate  and  vote—and  that  we 
would  prepare  two— that  we  would  have  products  at  the  end  of  our 
work- -recommendations  to  the  administration.  And  so  the  group  met 
for  two  years  once  every  month  and  a  half  or  so  on  average  all 
around  the  country. 

Part  of  the  meetings  were  usually  presentations  about 
technology  from  different  people.  When  we  met  in  the  Bay  Area,  we 
had  a  meeting  down  at  Silicon  Graphics  and  I  put  together  a 
demonstration  of  accessible  technology  from  a  variety  of  different 
companies  for  council  members. 
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It  was  a  wonderful  experience  just  to  get  to  know  the  people 
on  the  council.   Most  of  the  council  members  had,  you  know,  just 
tons  of  staff  flying  around  with  them  at  their  own  expense.   The 
meetings  were  usually  one  day  of  subcommittee  meetings  followed  by 
some  amazing  private  dinner  that  was  catered  at  an  amazing  site. 
We  had  dinners  in  the  National  Archives  sitting  next  to  the 
constitution.   [laughter]   We  had  dinners  in  the  beautiful  old 
building  of  the  National  Library  of  Congress,  we  had  dinners  at 
Disney  Studios,  at  Microsoft,  I  mean,  just--and  in  Pittsburgh  at 
the—was  it  the  Carnegie  Institute?  What's  the-- 

Bonney:   I  think  so. 

Kaplan:   Yes,  just  amazing  places  —  at  the  New  York  Public  Library,  you 
know,  the  main  building-- just  amazing,  amazing  places. 

We  worked  pretty  hard  and  put  out  two  reports.   One  was  a 
focus  on  education  and  what  needed  to  be  done  to  wire  up  public 
schools,  libraries,  and  community  centers,  that  in  part  came  from 
a  suggestion  of  mine  at  a  meeting  we  had  in  Santa  Clara  where  we 
were  discussing  the  focus  of  our  work  and  I  said,  "You  know, 
there's  nothing  more  important  right  now  than  education  and  we 
need  to  focus  on  that."  And  that  was  the  feeling  of  many  people 
on  the  council,  that  we  needed  to  come  up  with  something  that 
would  be  useful  to  people  and  not  just  an  abstract  set  of 
recommendations.   And  then  we  came  up  with  a  report  with  the 
abstract  set  of  recommendations.   [laughs]   I  served  on--we  didn't 
have  subcommittees,  we  had  megaprojects-- [laughter]  and  I  served 
on  the  one  on  universal  service  and  universal  access  and  had 
disability  access  recommendations  in  the  final  report  and  to  some 
extent  in  the  Kick  Start  document  which  was  the  one  about  wiring 
up  schools,  libraries,  and  community  centers. 

But  it  was  a  real  challenge,  as  usual.   In  my  experience, 
when  you  do  work  like  this  where  you're  the  sole  disability 
representative,  you're  walking  a  very  thin  line  where  you  want  to 
be  an  advocate  but  you  don't  want  people  to  see  you  as  having  only 
one  agenda  or  you  really  lose  your  impact.  And  the  reality  is 
that  I'm  interested  much  more  broadly  in  this  policy  area  than 
just  having  a  disability  agenda. 

It  was  a  great  experience.  We  met  with  Vice  President  Gore 
three  times.   I  got  to  know  his  staff  fairly  well,  and  he  knows 
that  he  knows  me.   [laughter]   I've  seen  him  since,  and  he  will 
recognize  me;  he  doesn't  know  who  I  am  but  he  knows  that  he  knows 
me,  which  is  not  bad  for  somebody  at  that  level.   It  was  a  great 
experience.   It  was  frustrating,  though,  as  one  of  the  public 
members  who  didn't  work  for  a  big  corporation,  not  to  have  the 
kind  of  staff  support  that  the  people  who  worked  for  big 
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corporations  did.   They  were  able  to  contribute  more  than  I  was 
and  that  was  somewhat  frustrating. 

Then  for  the  final  meeting,  after  the  actual  work  of  the 
council  was  done,  there  was  one  last  meeting  in  Washington,  D.C. 
where  the  reports  were  all  done  and  printed  up,  and  we  handed  them 
into  the  White  House.   This  meeting  was  not  paid  for  by  the 
Department  of  Commerce  because  it  wasn't  an  official  working 
meeting.   Those  of  us  from  the  public  sector  were  just  pissed 
because  it  was  all  at  our  own  expense,  whereas  corporate  people, 
you  know,  it  didn't  matter. 

So  there  was  always  a  certain  imbalance  on  the  committee, 
but  it  was  extremely  worthwhile.   At  one  of  the  council  meetings 
and  early  on,  when  we  were  meeting  in  the  Department  of  Commerce 
we  had  had—there  had  been  a  meeting  at  a  National  Council  on 
Disability  meeting,  the  first  one  where  Marca  Bristo  was  the  chair 
of  the  National  Council  on  Disability,  was  held  in  Seattle.   And 
that  was  just  the  beginning  of  when  people  were  starting  to  get 
really  pissed  off  at  Windows  '95  and  Microsoft  because  it  was  not 
accessible  to  blind  people  at  all  and  Microsoft  really  wasn't 
doing  anything  to  make  that  happen. 

And  so  Marca  and  several  of  us  went  over  to  Microsoft--! 
think  that  was  my  first  time  over  there—and  met  with  some  very 
low  level  people  who  tried  to  explain  what  they  were  doing.   It 
was  just  a  disaster,  I  think  we  all  walked  out.   [laughs]   Then  as 
a  follow-up,  Marca  had  written  a  letter  to  Bill  Gates,  saying, 
"What  are  you  guys  doing?"  and  had  received  no  answer  for  several 
months.   So  I  went  up  to  Nathan  Mhyrvold,  who  is  chief  scientist 
and  head  of  Microsoft  Labs  and  who  co-authored  Bill  Gates'  book, 
and  said,  "Why  haven't  you  guys  answered  this  letter?  Do  you  know 
what's  going  on?  This  is  serious  stuff  and  you  guys  are  coming 
across  like  you're  arrogant,  like  you  don't  care.   And  things  are 
going  to  heat  up.   Just  heads  up!   You  have  a  chance  to  do 
something  about  this."  And  that  got  him  involved  in  the  issue 
which  I  think  helped  expedite  things.   Then  I  wound  up  meeting 
with  the  head  of  Windows  "95,  Brad  Silverberg,  who's  a  vice 
president  at  Microsoft  and  was  one  of  the  people  who  helped 
convince  them  to  do  more. 

Since  then,  what's  really  remarkable  right  now,  is  that  it 
seems  that  Bill  Gates  and  the  PR  people  within  Microsoft  and 
others,  the  lobbying  people,  have  gotten  the  idea  that  if  they 
publicize  what  they  are  doing  on  disability  access  and  put  more 
resources  into  it,  it's  one  of  the  few  areas  where  they  can 
actually  look  like  genuine  good  guys.   I  now  was  just  looking  at 
my  e-mail  and  they're  getting  coverage  now  in  major  computer 
magazines  and  newspapers  and  are  doing  a  big  blitz  all  around  the 
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country  to  show  what  they're  doing.   It's  very  interesting.   That 
all  really  started  at  the  Nil  advisory  council,  to  some  extent. 
So  that  was  the  Nil  advisory  council. 

Bonney:   Now,  one  of  your  recommendations  was  to  wire  up  education. 

Schools,  that  sort  of  thing.   Is  that  what  prompted  all  this 
activity  right  now  with  wiring  schools? 

Kaplan:   It  contributed.   And  at  the  same  time,  we  had  stuff  happening  like 
the  thing  that  John  Gage  got  started—wiring  up  all  the  schools- 
Net  Days  happened  for  a  few  years,  where  people  from  different 
companies  would  volunteer  and  go  in  and  wire  up  schools  on  a 
certain  day.   That  took  off  as  a  national  phenomenon.   That  was 
happening  around  the  same  time.   I  think  what  we  were  able  to 
contribute  was  a  report  with  a  lot  of  data  in  it  that  was  based  on 
fairly  good  research  showing  schools  what  were  the  different 
options  that  they  had:  putting  all  the  computers  in  labs,  putting 
one  computer  in  each  classroom,  different  ways  to  configure  the 
technology  in  K-12  schools;  and  what  would  be  the  cost  of  those, 
what  was  really  involved  in  making  that  happen,  what  would  be  the 
ongoing  cost  and  commitments  of  resources  to  make  sure  that 
teachers  could  use  those  tools.   I  think  that  document  really 
helped  a  lot  of  schools  figure  out  what  they  wanted  to  do  and  how 
to  do  it,  as  well  as  putting  more  political  pressure  for  different 
government  and  private  resources  to  .dedicate  themselves  to  that 
particular  goal. 

Bonney:   Now,  you  may  have  said  it  when  you  started,  but  I  didn't  catch  it 
--why  did  Gore  form  this  council?  What  was  the  major  goal  that 
the  White  House  had  with  this? 

Kaplan:   I  think  the  major  goal  was  to  do  something  that  would  eventually 
produce  a  report  with  media  attention.  And  it  would  give  Gore  a 
chance  to  take  some  leadership  on  this  issue  and  bring  people 
together  and  see  if  some  consensus  could  be  arrived  at  about  what 
direction  the  government  should  be  taking  regarding  public  policy 
and  the  National  Information  Infrastructure,  which  then  became  the 
Global  Information  Infrastructure. 

Oh,  another  wonderful  person  on  the  council  who  continues  to 
be  a  good  friend  is  Esther  Dyson,  who  is  one  of  the  primary  sort 
of  visionaries  of  the  information  age.   I  haven't  talked  to  Esther 
for  a  while.   I  met  some  wonderful  people. 

But  I  think  it  was  —  they  wanted  to  bring  people  together- 
high-level  people  together,  get  visability  on  the  issue.   The 
group  spent  an  enormous  amount  of  time  wrestling  with  issues 
around  privacy  and  intellectual  property,  which  are  huge,  huge 
legal  issues,  and  came  up  with  some  recommendations.   But  on 
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Bonney : 
Kaplan: 


intellectual  property  pretty  much  decided  to  leave  it  alone 
[laughs]  because  there  was  no  consensus.   There's  just  too  much 
money  at  stake,  too  many  competing  interests.   On  the  one  hand  you 
had  people  like  Esther,  who  is  now  I  think  still  the  chairman  of 
the  Electronic  Frontier  Foundation,  taking  very  strong  privacy- 
oriented  points  of  view,  and  points  of  view  around  opening  up 
intellectual  property  laws  as  much  as  possible,  to  make 
information  freely  available  around  the  Net.  And  then  you  had  big 
companies  like  BMI  [Broadcast  Music,  Inc.]  and  ASCAP  [American 
Society  of  Composers,  Authors  and  Publishers]  and  Hollywood 
companies --Jack  Valenti  was  a  member  of  the  Nil  advisory  council 
from—what1  s  the  trade  association  that  represents  all  the 
studios—the  Motion  Picture  Association  of  America.   Big,  big 
money  interests  that  wanted  to  protect  the  interests  of  the 
authors  of,  you  know,  anything  that  might  be  published  on  the  Net. 
And  I  think  Esther's  right,  the  rules  are  just  all  different  and 
the  old  guard's  going  to  have  to  accept  it  eventually.   But  those 
were  some  of  the  big,  big  issues  that  were  dealt  with,  or  decided 
not  to  be  dealt  with. 

In  what  time  period  was  this? 
1994  to  1996. 


Death  of  World  Institute  President  Ed  Roberts.  1995 


Bonney:   Okay,  during  this  time  period  you  were  working  at  WID,  doing  this 
work,  Ed  Roberts  died  in  March  of  '95.   How  did  that  affect  you? 

Kaplan:   Well,  it  was  very  unexpected  and  shocking.   I  think  it  took 

everybody  a  while  just  to  adjust  to  the  idea.  We  had  the  memorial 
service  and  I  think  most  of  us  just  weren't  even  used  to  the  idea 
of  Ed  not  even  being  around.   I  mean,  to  some  extent  it  didn't 
affect  WID  that  much  directly  because  Ed  was  a  pretty  remote 
president,  he  didn't  have  that  much  direct  authority  over 
projects.   He  didn't  affect  my  projects  and  the  work  that  I  was 
doing.   I  think  it  left  a  huge  gap  at  WID,  both  in  terms  of 
somebody  who  could  hold  onto  the  vision  and  keep  it  out  there  both 
for  staff  and  for  external  people,  because  Judy  was  gone,  and  that 
really  left  a  huge  gap  in  that  external  kind  of  leadership. 

But  I  think,  to  some  extent,  Ed  had  been,  you  know,  sort  of 
slowly  winding  down.   Before  that  he'd  been  having  trouble, 
although  it  didn't  keep  him  from  traveling  and  doing  a  lot  of 
stuff,  but  I  think  he  was  just  slowing  down,  trouble  staying 
awake.   I  think  there  were  a  couple  of  years  where  he  would  just 
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fall  asleep--!  think  he  wasn't  getting  enough  oxygen  in  his  blood 
--and  we  would  ask  him,  and  he  would  say,  "Yes,  yes,  I've  been  to 
the  doctor,"  but  I  don't  think  he  really  had. 

To  some  extent,  I  think  he  was  sort  of  drifting  off.   He  was 
still  doing  international  stuff,  he  loved  the  international  stuff 
and  he  loved  the  big  vision.   You  know,  I  lost  a  friend.   But  he 
already,  I  think  as  I  look  back  on  it,  he  had  been  drifting  off 
for  a  couple  of  years  in  some  ways.   He  was  less  directly  involved 
in  WID.   He'd  take  these  long  trips,  and  then  his  daily  schedule 
was,  you  know,  he'd  be  here  from  two  to  five,  maybe,  so  his 
presence  was  not  that  strong. 

Bonney:   What  did  his  death  do  for  the  disabled  movement? 

Kaplan:   I  think  the  movement  lost  somebody  who  was  just  incredibly  good  at 
communicating  the  essence  of  the  movement  to  non-disabled  people 
and  also  inspiring  people  who  were  newly  disabled,  who  really 
needed  that  sort  of  big  vision.   He  was  a  big  vision  person.   He 
was  incredibly  generous  and  was  very  good  at,  you  know,  going  to 
the  less  glitzy  places,  speaking  in  front  of  people  who  might  be 
in  a  remote  area  or  not  necessarily  a  big  deal,  and  really 
communicating  what  the  movement  was  about,  and  getting  new  people 
into  the  movement,  as  well.   And  so  I  think  the  movement  has  lost 
that.   I  mean,  Justin  Dart  does  that  to  a  certain  extent,  but  I 
don't  think  we  have  very  many  people  who  are  able  to  do  that.   The 
press  loved  Ed.   And  he  could  get  a  lot  of  great  press  attention. 

Bonney:   Can  you  articulate  what  you  mean  by  his  vision? 

Kaplan:   Well,  he  had  a  very  sort  of  non-specific  general  vision  of  the 
independent  living  movement  [laughs]  and  of  the  potential  of 
people  with  disabilities  to  have  control  over  their  own  lives.   He 
could  say  just  a  few  sentences  and  it  would  communicate  a  lot. 
Partly  it  was  because  of  the  severity  of  his  own  disability,  it 
was  very  dramatic  to  the  press.  And  he's  a  very  charismatic 
person  and  so  just  the  essence  of  what  the  movement  was  all  about 
was  sort  of  what  Ed  was  about.   You  could  just—people  could  spend 
time  with  him  and  all  of  a  sudden  get  it --you  know,  not 
necessarily  even  that  much  time.   It  was  the  way  he  lived  his 
life.   He  wasn't,  you  know,  a  raving  intellectual  and  so  he  didn't 
distract  people  with  elaborate  intellectual  theories  about  what 
this  was  all  about,  he  could  just  communicate  in  a  very  general 
way  what  the  goals  of  the  independent  living  movement  were  all 
about,  very,  very  easily. 
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Departure  from  World  Institute  and  Move  to  Issue  Dynamics,  Inc.   1995 


Bonney:   And  also  during  this  time,  shortly  after,  you  began  to  move  out  of 
WID.   What  precipitated  that? 

Kaplan:   I'd  been  here  for  quite  a  while  and  I  think  was,  to  some  extent, 
influenced  by  my  experiences  on  the  Nil  advisory  council—thought 
that  maybe  I  could  do  more  in  the  private  sector. 

For  a  while  I  was  thinking  about  working  at  Microsoft  and 
doing  sort  of  sophisticated  external  relations  work  for  them, 
helping  them  get  a  better  reputation  with  outside  groups  and 
helping  outside  groups  have  more  influence  over  how  Microsoft  saw 
the  world  and  what  they  did  that  would  eventually- -could  affect 
their  public  relations—how  they  gave  money  away  through  their 
foundations,  and  what  kind  of  products  they  came  out  with.  And  I 
approached  Nathan  Mhyrvold  and  asked  him  whether  Microsoft  would 
be  interested  in  hiring  me  to  do  that  kind  of  work  and  he  said, 
"Yes."  I  went  up  there  for  some  interviews  and  I'm  not  sure  I 
ever  got  an  offer  but  we  were  talking.   They  were  creating  a  job 
for  me.   It  took  long,  a  long  time,  several  months.   Before  I 
actually  got  an  offer  I  sort  of  came  to  my  senses—because  I  was 
thinking  that  I  would  commute  back  and  forth  from  the  Bay  Area  to 
Seattle- -and  have  my  own  apartment  up  there  and  work  for 
Microsoft,  and  then  come  back  on  the  weekends.   I  just  went,  "No, 
that's  crazy,  I  wouldn't  make  any  money,  I'd  be  spending  all  my 
money  maintaining  a  second  residence  and  flying  back  and  forth, 
and  I'd  be  exhausted,  and  I  wouldn't  see  my  family."  So  I  decided 
that  I  wouldn't  do  that. 

But  I  was  by  that  point  very  interested  in  trying  out  doing 
that  kind  of  work  and  so  Sam  Simon,  the  president  of  Issue 
Dynamics  [Issue  Dynamics,  Inc.,  IDI],  a  firm  that  I  had  several 
years  relationship  with,  asked  me  if  I  would  set  up  a  West  Coast 
office  for  IDI.  And  I  did  agree  to  do  that  and  did  that  for  a 
year  and  a  half. 

Bonney:   Now,  what  does  IDI  do? 

Kaplan:   IDI  is  a  consulting  firm  that  sort  of  does  the  kind  of  work  that  I 
was  proposing  to  do  for  Microsoft,  for  private  clients.   They  help 
their  clients  set  up  consumer  advisory  panels,  they  help  their 
clients  negotiate  political  deals  with  outside  groups  where  there 
might  be  some  mutuality  of  interests,  they  help  to  communicate 
what  the  companies  are  trying  to  do  to  outside  groups,  and  often 
will  help  bring  issues  of  outside  groups  inside  the  companies  that 
are  their  clients.   They  facilitate  external  relations  for 
companies . 
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Bonney:  So  this  is  a  national  company? 

Kaplan:  It's  based  in  Washington,  D.C. 

Bonney:  Where  else  do  they  have  offices? 

Kaplan:  That's  it. 

Bonney:  In  Washington,  and  one  in  San  Francisco,  now? 

Kaplan:  Right. 

Bonney:  Is  that  still  there  after  you  left? 

Kaplan:  It's  still  there,  yes. 

Bonney:  What  did  you  do  out  here  trying  to  set  it  up? 

Kaplan:   I  scrounged  around  for  clients.   [laughs]   There  was  this  vision 
that  if  I  didn't  work  for  Microsoft,  that  I  could  then  get  a  lot 
of  consulting  work  from  Microsoft  to  do  what  I  was  proposing  to  do 
for  them.   What  I  didn't  realize  and  I  don't  even  think  Sam 
realized  was  that  IDI  had  done  some  work  peripherally  through 
another  consulting  firm  where  the  client  was  America  On-line 
during  the  phase  where  America  On-line  was  really  going  after 
Microsoft.   And  Issue  Dynamics  was  identified  with  that  effort. 
Microsoft  found  out  about  it  and  basically  I  think  black-listed 
Issue  Dynamics.   I  didn't  find  out  about  that  until  after  I 
started  working  for  IDI,  and  so  we  tried  to  get  Microsoft  as  a 
client  but  never  did.   So  that  was  pretty  frustrating. 

That  was  going  to,  I  think  in  our  minds,  be  a  cornerstone 
client  that  never  happened.   We  did  get  some  work  from  Pacific 
Bell.   Sam  always  thought  we  should  get  more,  but  that  didn't 
happen.   I  did  things  like  help  the  San  Francisco  Giants  set  up  a 
disability  advisory  committee  which  is  still  going  on—which  I'm 
now  a  member  of --to  work  with  them  around  building  the  new 
stadium,  or  the  new  ballpark  in  China  Basin.  When  I  was  at  Issue 
Dynamics,  I  negotiated  that  contract  and  then  helped  them  decide 
who  they  wanted  to  put  on  the  advisory  committee  and  put  together 
the  agenda  for  the  first  meeting.   But  that's  the  sort  of  thing 
that  IDI  does. 

Bonney:   So  is  the  new  ballpark  going  to  be  accessible? 
Kaplan:   It's  going  to  be  very  accessible. 
Bonney:   Is  it? 
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Kaplan:   Yes,  it's  going  to  have  more  wheelchair-accessible  seats  right 
down  at  the  level  of  the  field  than  any  other  ballpark  in  the 
country.   And  we're  working  with  them  on  interesting  issues  like 
how  they  handle  tickets  and  ticket  sales  of  the  accessible  seats 
because  it's  not  such  an  easy  thing  to  figure  out.   People 
purchase  the  good  seats  in  pools  and  so--and  this  is  an  example  of 
one  the  thorny  issues  —  if  people  purchase  a  section—if  a  pool 
purchases  a  section  of  seats  — 

Bonney:   This  would  be  like  a  company? 

Kaplan:   A  company  or  a  group  of  people  you  know,  who  decide  they  want  to 
buy  season  tickets  but  they  can't  afford  to  individually.   And  so 
a  group  of  people  will  buy  one  ticket  or  a  block  of  tickets  and  if 
there's  somebody  who  uses  a  wheelchair,  who  purchases,  who's  in 
that  group,  they  need  a  wheelchair-accessible  seat.   But  the 
nature  of  the  pool  is  that  that  seat  is  not  always  going  to  be 
held  by  somebody  using  a  wheelchair,  that's  why  they're  pooling. 
And  so,  you  know,  we  said,  "You  can't  tell  people- -you  can't  take 
the  wheelchair-accessible  seats  out  of  pools— in  order  to  make 
sure  they're  always  used  by  people  in  wheelchairs,  or  people  in 
wheelchairs  can't  participate  in  pools."  But  that  means  that 
those  seats  will  sometimes  be  used  by  people  who  don't  need  them. 

Actually,  what  I  think  they're  going  to  do  is  set  aside  all 
the  wheelchair-accessible  seats  so  that  when  somebody  in  a 
wheelchair  purchases  a  ticket,  they  just  show  up  and  they  get  one 
of  the  wheelchair-accessible  seats  for  the  ticket  price,  you  know, 
that  they've  purchased  without  specifically  reserving  that  seat. 
That's  one  of  the  things  that  we  thought  of  that  does  make  sure 
that  people  in  wheelchairs  are  going  to  get  those  seats  without 
pre-reserving  them.   It's  complicated  stuff,  I  had  no  idea  and 
that's  one  of  the  biggest  issues  we're  dealing  with.   But  they 
also  are  going  to  have  to  deal  with  the  hard-of-hearing  community 
who's  represented  on  the  committee— the  deaf  community- -over 
whether  they're  going  to  be  captioning  the  ongoing  patter. 

Bonney:   Commentary. 

Kaplan:   [laughter]   Commentary  of  the  announcers.   That's  very  expensive. 
The  Giants  don't  want  to  have  to  do  it  because  they  haven't 
budgeted  for  it.   They  could  do  it,  technically,  but  their 
position  is,  "Well,  everything  you'd  need  to  know  is  already  up 
there.   You  know,  what  the  commentators  tell  you  is  not 
necessarily  anything  that  adds  a  lot  to  the  game."   [laughter] 
Which  is-- 

Bonney:   So  get  rid  of  them!   [laughs] 
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Kaplan:  Yes,  like,  what  are  they  there  for  then? 

Bonney:  Yes,  why  pay  them? 

Kaplan:  Yes,  well,  I  think  people  are  used  to  it. 

Bonney:  Of  course,  they  add  flavor  to  what's  going  on,  sure. 

Kaplan:   Yes,  but  if  it  were  captioned,  I'm  not  sure  it  would  be  the  same 

thing,  either.   So  that's  one  of  the  issues  that  we  haven't  really 
had  that  out  yet. 


Kaplan:   Okay?  The  architects  who  they  hired  are  the  ones  who  don't  get 
sued.   [laughs]   There  have  been  lots  of  suits  over  stadiums 
lately,  but  there's  one  architecture  firm  that  seems  to  be  getting 
hit  because  they  make  stupid  recommendations  to  their  clients. 
The  ones  who  the  Giants  are  using  are  good  guys,  they  get  it,  and 
it's  nice  to  work  with  them.   I  really  am  impressed  with  the 
Giants.   They  have  a  lot  of  employees  with  disabilities.   They 
make  real  efforts  to  hire  people  with  disabilities  and  move  them 
up  within  the  ranks.   It's  very  impressive. 

Bonney:   Great. 

Kaplan:   So  that  was  a  nice  thing. 

What  I  discovered  about  consulting  is  you  have  to  really  be 
a  salesperson.   That  kind  of  marketing  is  not  my  forte—selling 
myself.   I  can  sell  an  organization  much  easier.   And  you  know, 
you  bust  your  buns  to  get  work  and  you  don't  really  have  control 
over  what  the  client  wants  you  to  do,  whether  the  client  uses  your 
work  in  any  way  that  makes  sense  to  you,  and  whether  your  client's 
a  complete  idiot  or  not.   [laughs]   The  San  Francisco  office—it's 
interesting  because  the  woman  who  replaced  me,  Susan  Walters, 
who's  a  good  friend  of  mine—she  can  handle  it.   She  came  from 
Pacific  Bell,  and  worked  for  Odwalla  for  a  while,  and  just 
understands  the  corporate  mind  much  better  than  I  do  and  doesn't 
mind  doing  the  kind  of  work  that  you  do  in  that  line  of 
consulting.   I  think  it's  very  hard  to  come  from  a  non-profit, 
public  interest  area  and  sort  of— I  think  of  it  as  regressing— 
because  we  have  a  lot  of  freedom  here  and  we  get  to  do  what  we 
want  to  do.   We  might  have  to  work  hard  to  get  the  money,  but  the 
kind  of  compromises  we  make  are  nothing  compared  to  what  you  do  in 
the  private  sector.   So,  I'm  much  happier  to  be  back  here. 


145 


Executive  Director  of  World  Institute  on  Disability,  and  the 
Future  of  Institute,  1997 


Bonney:  Now,  you  left  Issue  Dynamics  and  came  back  to  WID,  right? 

Kaplan:  Right. 

Bonney:  You  came  back  to  WID  in  '97? 

Kaplan:  October  of  '97. 

Bonney:  What  happened  to  bring  you  back? 

Kaplan:   Well,  when  I  left  WID,  I  went  onto  the  board  and  I  found  us 

immediately  working  on  a  presidential  search.   The  first  time  that 
the  position  was  announced,  I  applied  for  it  because  I  was  already 
getting  disillusioned  with  IDI.   That  was  three,  no  that  was  five, 
six  months  into  my  working  at  IDI.   I  interviewed  for  the 
position,  was  offered  it,  and  turned  it  down,  partly  because  Sam 
Simon,  the  president  of  IDI  was  putting  a  lot  of  pressure  on  me  to 
stay.   He  said  I  wasn't  giving  it  enough  time  to  see  if  it  was 
really  a  good  match  and  that  it  wasn't  fair  to  him.   And  I  wasn't 
sure  I  wanted  to  come  back  to  WID  at  that  point.   I  was  asked  by 
members  of  the  board  to  apply,  and  decided  to  do  it,  just  to  see 
what  would  happen. 

When  I  turned  the  job  down,  the  board  didn't  feel  they  had 
another  strong  candidate  and  so  they  started  the  search  again.   I 
participated  on  the  interviews  and  we  eventually  hired  a  woman 
named  Betsy  Case  who  came  from  public  education,  primarily,  and 
who  was  very  strong  in  administration,  a  woman  with  a  disability, 
who  started,  I  think,  on  August  15,  of  '97.  And  around  that  time, 
I  was  really  getting  desperate  to  leave  IDI.  And  I  liked  Betsy 
and  thought  she  was  a  great  administrator  and  was  talking  with  her 
and  Neil  [Jacobson]  about  whether  there  was  a  way  they  could  find 
a  position  for  me  back  at  WID  doing  policy-oriented  stuff.   I 
received  a  call  from  both  of  them  one  evening  and  thought,  "Oh, 
well,  maybe  they  figured  it  out."  And  instead  what  I  found  out 
was  that  Betsy  had  just  been  diagnosed  with  colon  cancer  and 
needed  to  take  an  immediate  medical  leave,  which  she  did. 

I  started  on  October  15  as  president,  as  acting  executive 
director.   I  discovered  that  having  acting  or  interim  in  front  of 
my  name  was  a  bit  of  a  handicap  in  terms  of  being  able  to  fund 
raise  and  asked  the  board  to  change  that.  And  so  my  position  is 
now  executive  director.   Betsy  Case's  status  right  now  is  still 
unclear,  she's  still  undergoing  treatment.  And  the  board  expects 
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to  make  my  position  permanent  in  a  few  weeks  in  an  in-person  board 
meeting  right  after  our  fund  raising  dinner. 


So  what  is  the  status  of  WID  at  this  point? 
period- 


It  went  through  a  low 


It  went  through  a  low  period.   There  were  a  lot  of  layoffs,  a 
large  budget  deficit.   There's  still  an  operating  budget  deficit, 
but  the  cash  flow  problems  that  I  found  when  I  got  here,  that 
Betsy  found  when  she  came  in,  are  pretty  much  gone.   Projects  are 
more  under  control.   Projects  were  way  out  of  control  in  terms  of 
spending,  staffing,  not  knowing  who's  in  charge  of  what,  and  it 
took  me  a  while  to  sort  of  figure  all  these  things  out.   I  had 
never  looked  at  WID  from  this  particular  vantage  point  before  and 
so  even  though  I  had  been  with  the  organization  for  nine  years  it 
took  a  while  to  figure  it  out. 

I  think  things  are  improving.   The  research  and  training 
centers  were  not  in  good  shape  when  I  came  on  board.   Simi  Litvak 
was  really  not  able  to  do  as  much  as  she  was  expected  to  do  and 
wound  up  cutting  back  her  time.   Since  she  was  technically  the 
principle  investigator  of  both  RTCs,  that  caused  major  problems. 
It's  taken  a  while  to  figure  that  out  and  get  that  back  on  track. 
So  there  was  a  lot  of  turmoil  and  lack  of  clarity  about  how  we 
operated.   Administratively,  we've  really  tried  to  clarify  what 
the  rules  are  and  stick  to  them  and  not  have  the  lack  of  clarity 
about  how  we  really  operate  that  was  the  reality  when  I  came  in, 
where  we'd  say  one  thing  and  do  another.   People's  positions,  I 
think,  are  a  lot  more  clear  and  don't  change  around  as  much  as 
they  did. 

They  don't  change  weekly?   [laughs] 

No!   [laughs]   From  my  perspective,  we  just  take  things  a  day  at  a 
time,  a  step  at  a  time,  and  are  gradually  working  on  improving 
things  on  many  fronts  at  once.   Fund  raising.   I  think  we're  going 
to  have  a  very  successful  annual  dinner  that  will  bring  in  a  lot 
of  money,  some  of  which  will  make  sure  we  don't  have  an  operating 
deficit  for  this  year,  and  some  of  which  will  allow  us  to  begin  to 
make  more  administrative  hires  and  bring  back  some  of  the 
positions  that  have  been  laid  off,  because  we  really  still  don't 
have  the  capacity  that  we  need  to  really  support  the  core  of  the 
organization.   I'd  love  a  full-time  secretary. 

Do  you  have  a  half-time  secretary  right  now? 

Yes,  half-time.   My  office  is  a  wreck.   I'm  not  a  filer,  I'm  a 
piler.   [laughter]   I'm  not  an  organizer,  I  need  a  mommy.   But 
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since  I've  been  here  we  hired  a  receptionist  which  has  been 
wonderful. 

Bonney:   You  needed  that. 

Kaplan:   Oh,  God,  yes!   I  needed  to  figure  out  where  the  money  was  going  to 
come  from,  too.   But  we  did  it  and  we're  still  okay.   So  there's 
been  a  lot  of  very  good,  positive  changes  and  I  think  things  are 
in  hand,  but  there's  still  a  lot  more  to  do. 

Bonney:   What  are  the  major  public  policy  areas  you're  working  on  now? 

Kaplan:   Well,  we  continue  to  be  very  active  internationally.   We  just  got 
funding  to  continue  to  work  in  Russia,  and  we  still  have  the  IDEA 
grant  from  NIDRR  that  has  us  be  the  coordinator  of  a  lot  of  the 
disability  international  work  that's  going  on  with  major 
subcontractors  who  are  key  players  in  the  field.   We  continue  to 
do  a  lot  of  work  on  personal  assistance  services,  on  public  policy 
and  independent  living,  which  is  focussing  on  how  independent 
living  centers  can  have  a  stronger  role  in  influencing  civic  life 
in  their  communities.  We  have  new  initiatives  in  economic 
development,  looking  at  entrepreneurship  and  small  business 
development  for  people  with  disabilities  and  what  public  policies 
need  to  be  in  place  to  encourage  and  provide  support  for  people 
with  disabilities  who  want  to  set  up  their  own  businesses.   We 
continue  to  be  involved  in  technology  policy,  and  the  primary 
emphasis  there  right  now  is  in  wiring  up  K-12  schools  and  making 
sure  that  the  way  that  the  internet  is  used  in  the  classrooms  is 
accessible  for  students  with  disabilities. 

We  also  are  doing--continue--it ' s  interesting,  we  started 
doing  disability  and  AIDS/HIV  work  many  years  ago,  and  I  think  we 
were  many  years  ahead  of  our  time.  And  we  now  find  ourselves  in  a 
very  strong  position,  working  together  with  the  AIDS  and  HIV 
service  and  policy  organizations  who  are  now  beginning  to  look  at 
AIDs  and  people  who  are  HIV  positive  as  people  with  disabilities, 
more  and  more.   Because  of  the  protease  inhibitors  and  treatments 
that  are  now  available  that  really  make  the  reality  for  people 
that  many  people  with  HIV  and  AIDS  are  not  people  who  are  dying  of 
an  incurable  disease,  but  people  who  have  ongoing  medical 
conditions,  and  so  the  issues  they're  now  concerned  with  are  much 
more  consistent  with  ours. 

And  we're  focusing  primarily  on  employment,  because  people 
are  feeling  better  and  they  want  to  go  back  to  work  and  they  need 
supports.  And  we  don't  want  to  see  the  AIDS  and  HIV  service 
organizations  trying  to  reinvent  the  wheel,  in  creating  competing 
voc  rehab  and  other  agencies  that  just  serve  people  with  HIV  and 
AIDS.  And  I  think  they  understand  that  that  wouldn't  be  a  very 
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good  idea,  as  well.   But  they  have  a  lot  to  learn  about 
independent  living,  and  voc  rehab,  and  employment  rights  and  we 
have  a  very  strong  common  agenda  on  Social  Security  reform,  as 
well.   So  that's  a  lot  of  what  we're  doing. 

We're  now,  I  think,  in  a  position  where  we  need  to  look  at  a 
couple  of  new  initiatives  and  use  our  policy  people  on  our  board 
more  effectively  to  help  us  come  up  with  an  agenda  for  some  new 
things ,  and  go  after  the  money  to  do  that  primarily  from 
foundations,  not  government,  so  we  also  need  to  broaden  our 
funding  base. 

Is  that  still  a  goal  of  WID,  to  have  less  of  the  overall  budget 
come  from  federal  grants? 

Oh,  yes.   And  we  have  a  fairly  strong  development  committee  that 
is  working  with  us  to  shore  up  our  individual  donor  base,  as  well, 
which  is  also  something  we  need  to  be  doing. 

Who's  on  your  board? 

The  board  includes  Neil  Jacobson,  who  is  our  chair,  Sue  Suter, 
Russ  O'Connell,  Marilyn  Thornton  is  now  on  the  board,  which  is 
wonderful.   She  works  at  the  Trauma  Foundation  and  is  their  chief 
financial  person—used  to  work  at  GIL.   Gail  Bereola  is  no  longer 
on  the  board,  she  needed  to  resign  for  personal  reasons.   Max 
Starkloff  is  still  on  the  board,  David  Gray,  Paul  Longmore,  Doug 
Martin,  Roseangela  Bieler-Berman,  Joan  Leon,  Martin  Paley,  I  think 
that  may  be  it- -oh,  Stan  Yarnell,  who's  wonderful- -that  may  be  it. 


Where's  WID  going?  Where's  it  going  to  be  in  five  years? 
it  going  to  be  doing? 


What's 


Hopefully,  I  think  WID  will  continue  to  have  a  core  of  activities 
that  focus  on  our  mainstays—personal  assistance  services, 
independent  living,  I  think  international  is  sort  of  moving  into 
being  a  mainstay—something  that  we  probably  always  will  be  doing. 
I  see  some  of  our  other  areas  as  possibility  more  transient, 
although  we've  been  doing  technology  policy  for  a  long  time,  we've 
been  doing  HIV  and  AIDS  for  a  long  time,  economic  development  is 
newer,  but  may  become  more  permanent. 

I  would  like  WID,  though,  to  continue  to  always  be  doing 
work  that  defines  sort  of  the  cutting  edge — new  ways  of  looking  at 
disability,  coming  up  with  new  issues  that  very  few  people  are 
working  on- -I  think  economic  development  is  one.   I'm  interested, 
personally,  in  doing  some  research  into  what's  going  on  with 
welfare  reform  and  its  impact  on  people  with  disabilities.   I  have 
a  feeling— and  it  would  be,  I  think,  interesting  to  do  some 
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research--!  have  a  feeling  most  of  the  welfare-to-work  programs 
that  are  supposed  to  be  providing  job  training  and  other  support 
services  are  not  complying  with  the  ADA,  which  would  mean  that 
people  who  are  not  on  SSI  [Supplemental  Security  Income]  or  SSDI 
[Social  Security  Disability  Insurance]  but  do  have  disabilities 
and  are  also  receiving  AFDC  [Aid  to  Families  with  Dependent 
Children]  are  probably  not  doing  so  well.   I  would  really  like  to 
take  a  look  at  that  and  figure  out  what  needs  to  happen  for  that 
group  of  people.   That's  something  I  will  be  proposing  to  both  the 
board  and  staff  as  a  possible  way  that  we  might  want  to  move 
forward. 

I  don't  know,  I  think  it's  up  to  the  board  and  the  staff  to 
figure  out  new  directions,  some  of  those  new  initiatives  and  new 
directions.   Larry  Watson  is  the  new  executive  director  at  Center 
for  Independent  Living  and  we've  been  talking  about  possible  ways 
to  collaborate  more.   We  have  been  collaborating  with  GIL  on 
social  security  reform  and  he's  interested  in--and  this  may  fit 
within  ILDP,  actually — he's  interested  in  looking  at  the  benefits 
counselor  job  description  and  expanding  what  benefits  counselors 
do  beyond  just  the  sort  of  typical  disability  benefits  like  social 
security  and  in-home  support  services,  and  giving  benefits 
counselors  training  and  skills  at  working  with  people  around 
private  insurance  claims,  and  being  advocates  for  people,  and 
dealing  with  private  insurance. 

Bonney:   Are  you  talking  about  benefits  counselors  in  centers  for 
independent  living? 

Kaplan:   Right,  right.   So  we  may  be  collaborating  there,  where  CIL,  you 
know,  does  some  of  the  actual  experimentation  in  coming  up  with 
new  position  descriptions  and  new  ways  to  do  it  and  WID  does  some 
of  the  research  and  policy  analysis,  or  some  of  the  development  of 
new  ideas,  and  some  of  the  evaluation.   So  that's  a  possibility  as 
well.   But  that  would  be  nice,  to  have  a  nice,  strong 
collaborative  relationship  with  CIL  where  we  could  do,  I  think, 
some  of  the  partnering  that  we  always  were  talking  about  but  never 
happened  with  Michael  Winter  when  he  was  executive  director  of 
CIL.   I'm  not  sure  why--it  might  have  been  personalities—you 
know,  that  Michael  and  Judy  and  Ed  just  wouldn't  all  fit  in  the 
same  room  together.  With  Mike  Donnelly- -that  was  just  an 
unfortunate  time  for  CIL--I  don't  think  he  was  a  good  match.   I 
think  Larry  Watson  is  possibly  really  good,  and  we  may  be  able  to 
have  a  really  good  working  relationship.   So  those  are,  I  think, 
some  possible  new  directions. 

Internationally,  we  will  be  doing  follow-up  work  from  the 
International  Women's  Leadership  Forum  that  Cathy  Martinez  worked 
with  others  to  organize.   And  that  will  turn,  I  think,  into  both 
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domestic  and  international  leadership  training  for  women  with 
disabilities.   There's  always  just  a  lot,  potentially,  to  do  and  I 
think  we  have  to  come  up  with  a  careful  balance  where  we ' re 
continually  shoring  up  the  core  as  well  as  taking  on  a  few  new 
things  and  trying  not  to  get  too  big. 

Bonney:   One  of  the  criticisms  that  I've  heard  about  WID  is  that  the  local 
community  folks  don't  know  what  WID  does.   They  think  it's  some 
sort  of  high  level,  way  out  there,  think  tank  sort  of  thing  that's 
not  really  too  practical  and  doesn't  have  much  to  do  with  their 
lives.   Are  you  addressing  that  issue? 

Kaplan:   I  don't  know,  I  think  that  might  mean  that  there's  a  little  bit  of 
truth  to  it.   I  think  it  would  be — one  thing  that  might  be  very 
nice  and  this  would  fit  with  our  goals  of  enhancing  our  individual 
donor  base  and  corporate  donor  base  as  well  as  resolving  this 
quest ion- -would  be  to  have  sort  of  an  ongoing  lecture  symposium 
going  on  where  we  have  a  chance  to  highlight  what  WID  is  doing, 
and  bring  in  some  outside  people  that  folks  would  be  interested  in 
hearing  about  and  listening  to,  to  give  people  some  ideas  about 
what  we  are  doing  and  why  it ' s  ultimately  important .   But  WID  is 
not  a  direct  service  organization,  that's  right.  We  don't 
provided  direct  services  to  people,  and  to  some  extent  what  we  do 
is  more  removed  and  less  direct  than  what  most  of  the  other 
disability  organizations  in  town  do.   So  I  mean  to  some  extent 
that's  always  going  to  be  true.  We  probably  could  do  a  better  job 
of  communicating  what  we  do,  but  that  doesn't  mean  that  we're 
going  to  have  a  more  direct  impact  on  people's  lives. 

Bonney:   At  one  point,  a  few  years  back,  there  was  an  information  referral 
service  which  was  one  of  the  things  that  had  to  be  eliminated  from 
the  budget.   Is  that  going  to  be  revived,  or  is  that  a  role  you 
think  the  CIL  should  play? 

Kaplan:   Oh,  I  think  it's  a  role  that  we  all  end  up  playing  whether  we 

formally  do  it  or  not.   The  reality  is,  people  call  anything  with 
disability  in  the  name.   One  of  the  reasons  that  I  think  WID  has 
always  had  an  ongoing  I&R  [Information  and  Referral]  component  to 
our  administration  is  to  meet  the  need.  And  I  think  when  we  get 
back  to  a  point  where  we  can  afford  more  core  administrative 
functioning,  that  will  come  back.   Hopefully  we'll  organize  it  so 
that  we  aren't  reinventing  the  wheel.   It  would  be  nice  to  have 
somebody  in  that  position  who  is  good  at  coordinating  with  other 
organizations.   Maybe  we  should  get  a  grant  to  coordinate  all  the 
disability  related  I&R's  or  something  and  be  able  to  do  our  own 
I&R  out  of  it,  as  well  as  provide  a  service.   Because  I  have  a 
feeling  everybody  does  it,  but  I  don't  know  how  well  it  is 
coordinated—and  how  well  we're  using  information  technology,  for 
example- -to  be  able  to  use  the  resources  that  we  all  have  to 
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maximum  effect.   That's  the  sort  of  thing  that  I  think  WID  could 
do,  that  WID  has  historically  sort  of  done,  and  that  might  help  a 
lot. 

I  also  have  been  thinking- -this  is  an  idea  that  needs 
somebody  to  I  think  help  us  make  it  happen—last  summer  there  was 
a  big  504  get-together,  to  celebrate  our  history,  and  then 
occasionally  there  will  be  poetry  readings  or  book  store  events 
where  disability  authors  come  to  town.   I'm  always  impressed  at 
the  real — I  guess,  put  it  in  corporate  terms—market  that  there 
is,  or  that  hunger  in  the  disability  community,  for  ways  to  come 
together  and  celebrate  disability  culture,  basically,  and  our 
history.  As  the  movement  moves  on,  that  becomes  more  and  more  of 
an  issue.   I've  thought  about  holding  sort  of  a  monthly,  say, 
disability  coffee  house  here  or  something,  because  we  have  a  lot 
of  space  and  we  could  open  it  up  one  evening  a  month  or  something 
and  have  poetry  readings,  and  literature  readings,  and  music,  and 
comedy.   We  also  have  an  incredible  base,  especially  in  the  Bay 
Area,  of  very  talented  people  with  disabilities  who  need  a 
showcase.   Or  maybe  we  could  do  something  eventually,  at  a  club 
somewhere,  where  we  could  organize  it.   But  I  think  that  would  be 
another  way  for  WID  to  be  more  connected  to  the  community  and  do 
something  like  that .   And  I  think  we  could  also  get  money  to  do 
something  like  that. 

It  sounds  great.   I'd  come  if  there  were  something.   [laughter] 

I  think  lots  of  people  would  come.  And  it's  a  way  to  expand  the 
movement,  as  well,  and  bring  more  people  in,  because  I  always  see 
people  at  those  events  who  I  don't  know,  who  I  don't  think  are 
politically  connected  to  the  movement,  and  may  not  want  to  do 
political  work  but  are  interested  in  disability  culture.   So 
that's  definitely  something  that  I  would  like  to  do,  although  I'm 
definitely  experiencing  the  difference  between  having  an  idea  and 
making  it  happen.   There's  only  so  much  that  one  person  can  do, 
but  I  would  really  like  to  see  that  happen. 

Another  way  that  you  may  be  collaborating  with  some  of  the  other 
disability  groups  is  something  called  the  Ed  Roberts  Campus.   What 
is  that? 

The  idea  came  out  of  what  we  would  do  to  commemorate  Ed  Roberts. 
The  original  idea,  I  think,  from  the  city  of  Berkeley,  after  Ed's 
death  was  to  put  a  plaque  at  the  first  curb  cut.   [laughs]   And  we 
decided  that  that  was  not  really  in  keeping  with  Ed's  megalomania 
and  the  idea  got  bigger  and  bigger.   The  idea  is  to  develop  a 
campus  of  buildings  that  would  house  many  of  the  disability-run 
organizations  in  the  East  Bay.   There  are  now,  I  think,  nine 
different  partners  of  organizations  ranging  from  WID  [World 
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Institute  on  Disability] ,  CIL  [Center  for  Independent  Living] , 
DREDF  [Disability  Rights  Education  and  Defense  Fund],  Through  the 
Looking  Glass,  Whirlwind  Wheelchairs  International,  Disability 
Rights  Advocates--! 'm  just  looking  around  the  table  and  thinking 
about  who  all  was  there- -Center  for  Accessible  Technology,  I 
forget  who  all  else.   There  are  several  of  the  groups  that  had 
sort  of  come  from  CIL  that  are  now  officially  in  partnership. 

There's  a  capital  campaign  that's  just  getting  off  the 
ground,  architectural  drawings—oh,  BORP  [Bay  Area  Recreation 
Program] --is  also  a  member.  And  there 've  been  lots  of 
negotiations  between  the  city  of  Berkeley,  which  is  very 
supportive  of  the  project,  and  BART--because  we've  been  talking 
about—and  it's  pretty  well  a  done  deal,  now  using  the  air  rights 
above  the  parking  lot  at  the  Ashby  BART  station  on  the  east  side. 
The  city  of  Berkeley  owns  air  rights  over  the  BART  stations  in 
Berkeley.   I  don't  think  Oakland  did  that.   Berkeley  did.   And  so 
Berkeley  is  going  to  be  giving  the  Ed  Roberts  Campus—or  leasing 
it  for  a  minimal--!  think  letting  us  buy  for  a  minimal  amount  the 
space  above  the  parking  lot.   And  BART  has  been  cooperating  and 
there 've  been  ongoing  discussions  to  get  all  the  agreements  in 
hand.   We've  hired  a  campaign  consultant  who  is  the  same  guy  who 
did  the  San  Francisco  new  library  capital  campaign,  who  thinks 
big,  which  is  just  what  we  need.   And  he  believes  that  this 
project  can  happen.   I'm  convinced  it  can,  as  well. 

I  think  there  are  several  challenges  in  front  of  the  group 
as  it  moves  along.   One  of  them  is  how  to  make  sure  that  the 
campus  is  a  real  asset  to  the  entire  community  so  that  it  doesn't 
become  just  a  little  ghetto  where  only  disabled  people  are  found, 
but  is  really  a  part  of  the  revitalization  of  that  part  of 
Berkeley,  which  needs  it.  And  then  I  think  that  we  need  to  make 
sure  that  the  organizations  that  are  participating  there  continue 
to  have  a  strong  presence  in  the  community  beyond  just  that  one 
physical  place.   But  it's  moving  along  and  probably  will  be  done 
in  four  to  five  years. 

Great.   Now,  at  one  point  there  was  talk  of  having  offices 
upstairs  and  having  businesses  downstairs. 


Right . 

And  hopefully  owned  by  people  with  disabilities, 
something  you're  still  considering? 


Is  that 


Well,  it  cuts  two  ways.   If  we  want  this  not  to  be  a  disability 
ghetto  and  we  want  it  to  really  serve  the  community,  it's  probably 
not  businesses  owned  by  disabled  people,  or  not  necessarily,  or 
not  disability-related  businesses,  anyhow.   You  know,  it  might  be 
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dry  cleaners  or  other  just  very  mundane,  germane  things  that  the 
local  community  needs  and  wants.  What  I  think  the  goal  of  the 
group  right  now  is  to  make  sure  that  we  have  enough  retail  space 
so  that  it's  used  and  it  brings  in  income  so  that  we  can  not  have 
to  pay  huge  amounts  of  rent  as  owners  and  tenants,  ourselves.   But 
that ' s  something  that ' s  being  worked  out .   There  will  be  retail 
space  on  the  first  level. 

Bonney:   But  now  the  first  level  will  be  above  ground,  is  that  right? 

Kaplan:   Well,  it's  above  the  parking  lot,  but  the  parking  lot  is  sort  of 
low,  there.   It's  sort  of  in  a  little  recess,  and  so  I  have  a 
feeling  that  the  first  level  of  the  campus  will  be  at  street  level 
as  far  as  many  folks  are  concerned- -ramped  and  accessible—without 
needing  elevators  or  anything.  And  then  there  will,  I  think,  be 
some  of  the  Ed  Roberts  Campus  tenants  also  on  the  first  level. 
And  we'll  have  interesting  design  work  to  figure  out  how  we  can 
have  some  of  the  disability  organizations  above  ground  level  and 
still  have  it  be  safe  for  employees  with  disabilities  in  terms  of 
emergency  evacuation- -but  we  haven't  gotten  that  far,  yet. 
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V  COMMUNITY  INTERESTS,  OBSERVATIONS  ABOUT  BEING  DISABLED,  VISIONS 
OF  THE  FUTURE 

[Interview  7:  May  26,  1998]  it 
Involvement  with  Community  Organizations 


Bonney:   Debby,  if  we  could,  let's  start  out  talking  about  your  work  with 
the  Commission  of  Lifelong  Learners. 

Kaplan:   It  was  actually  the  Commission  for  a  Nation  of  Lifelong  Learners. 
It  started  up  around  the  time  that  the  Nil  Advisory  Council  was 
finishing  up.   The  chairperson  of  it  was  Morty  Bahr,  who  is  the 
president  of  the  Communication  Workers  of  America  union.  Morty 
was  a  member  of  the  Nil  Advisory  Council,  and  we  got  to  know  each 
other.   So  he  called  me  up  and  asked  me  if  I  would  join  this 
commission.   The  commission  was  part  of  a  bigger  project  that  was 
conducted  by  Empire  State  College  in  New  York  City  and  was  part  of 
a  program  to  really  bring  more  national  attention  to  what's  needed 
for  the  country  to  really  support  lifelong  learning  as  an  option 
for  everybody. 

I  was  one  of  twenty  or  so  commissioners.   Got  to  know  Eloise 
Anderson,  the  vilified  black  Republican  woman  who  is  head  of  the 
Department  of--is  it  Health?--in  California,  or  Department  of 
Human  Services.   She  was  a  member.   There  were  several  people  who 
were  members  who  were  pretty  well  known.   Birch  Bayh's  son,  who's 
the  governor  of--I  forget—a  Midwestern  state.  A  lot  of  union 
people  because  unions  are  very  concerned  about  lifelong  learning 
as  an  option  for  their  members  to  be  able  to  adjust  to  changes  in 
the  workplace  that  are  caused  by  all  the  new  advances  in 
technology. 

I  went  to  most  of  the  meetings,  and  we  held  hearings  around 
the  country  on  specific  topics.   I  chaired  a  hearing  in  Sacramento 
on  technology  and  lifelong  learning  and  got  people  from  Pacific 
Bell  to  come  do  a  presentation  on  universal  design.   Then  we  all 
issued  a  report,  and  a  big  natior.al  conference  was  held  in 
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Washington,  D.C.,  last  November.   Al  Gore  was  the  keynote  speaker 
and  promised  to  hold  a  national  summit  on  lifelong  learning  next 
year  or  something. 

So  it  was  a  good  experience.   I  don't  know.   For  me,  it  may 
have  been  sort  of  the  end  of  a  cycle  of  being  sort  of  the  lone 
disabled  person  on  a  broad,  broad  policy  panel.   I,  after  a  while, 
find  it  a  little  frustrating  because  there's  only  so  much  you  can 
get  into  the  agendas  of  these  large  groups,  because  everybody  has 
their  own  point  of  view.   So  my  contribution  was  not  very 
significant.   It  wasn't  really  huge. 


I'm  not  sure  I'll  do  too  many  more  of  those.   I  think  I 
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back  into  just  squarely  doing  disability  work  now,  without  trying 
to  squeeze  it  into  larger  agendas  for  now. 

Bonney:   You're  saying  that—when  you  first  made  that  statement,  I  thought 
you  meant  there  were  other  people  on  the  panel  who  had  a 
disability. 

Kaplan:   No. 

Bonney:   But  what  you're  saying  is  that  you're  tired  of  being  the  lone 
person. 

Kaplan:   Right.   It  feels  like  you  just  don't  really  accomplish  that  much 

because,  you  know,  you're  competing  with  a  hundred  other  different 
points  of  view,  people  who  have  their  little  thing  that  is  small 
in  comparison  to  the  larger  agenda  and  small  in  comparison  to  all 
the  different  needs  and  interests  that  need  to  be  encompassed,  and 
so  you  get  a  couple  of  paragraphs,  maybe,  in  a  report,  which  is 
significant  but  I'm  not  sure  it's  worth  it.   I  learned  a  lot,  and 
I  made  contacts,  and  they  probably  will  come  back  to  be  useful  at 
some  point,  as  those  things  do. 

I  have  a  little  anecdote  about  that.   They  had  lots  of 
plenary  sessions  of  this  conference.   They  had  one  plenary  dinner 
where  I  ended  up  sitting  next  to  Harris  Wofford,  who  is  the  head 
of  AmeriCorps.  We  [chuckling]  happened  to  be  trying  to  get  more 
money  out  of  AmeriCorps  at  the  time,  so  it  was  quite  useful  to 
make  that  contact.   Then,  two  days  later,  was  Vice  President 
Gore's  keynote  speech  in  the  morning.   This  was  at  the  Mayflower 
Hotel  in  Washington,  D.C.   The  only  way  that  I  could  get  up  to  the 
stage  where  I  was  supposed  to  be  sitting  on  the  dais  with  all 
twelve  or  fifteen  other  commissioners  was  by  going  through  the 
kitchen  and  all  around  into  a  back  entrance  and  then  up  on  the 
stage,  up  a  ramp  on  the  stage. 
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So  they  wanted  me  up  there  in  order  to  take  care  of  that 
logistical  problem,  so  I  ended  up  sitting  there  for,  like,  an 
hour,  by  myself,  under  these  lights.   You  know,  video  camera 
lights.   Because  Gore  was  late.   He  didn't  show  up.   I  sat  there. 
I  had  nothing  to  do.   Somebody  eventually  gave  me  a  newspaper  from 
the  audience.   But  in  front  of,  like,  1,500  people  [laughing].    I 
was  thinking,  "Smile!"  I  made  lists!   God! 

Bonney:   Why  didn't  they  just  build  a  ramp  to  go  up  to  the  side  of  the 
stage? 

Kaplan:   This  was  an  old,  old  ballroom  that  had  stairs  going  from  the  lobby 
level  of  the  hotel  down  to  the  ballroom,  and  they  had  put  in  a 
lift,  but  it  was  at  the  other  end  of  the  ballroom,  and  they  had 
the  tables  put  in,  so  it  was  really  tight  and  virtually  impossible 
to  get  through  once  everybody  was  sitting. 

Bonney:   What  disability  slant  did  you  bring  to  the  meeting? 

Kaplan:   Reminding  them  that  if  they're  using  technology  to  make  lifelong 
learning  available  to  people,  it  needs  to  be  accessible. 
Accessibility  issues.   Issues  around  accommodating  older  students 
with  disabilities  as  well  as  the  younger.   I  think  lifelong 
learning  gets  put  in  its  own  category  on  college  campuses.   It's 
associated  with  extension,  often.   That's  thought  of  as  separate 
from  the  disabled  students'  program.   I  think  it's  partly  how 
universities  and  other  large  bureaucracies  organize  themselves. 
So  the  disabled  students  program  is  for  undergrads,  and  lifelong 
learning  is  over  here,  and  there  aren't  necessary  connections  made 
between  the  two.   It  was  sort  of  what  I  began  to  get  a  feeling 
for. 

Bonney:   Something  else  that  you're  currently  working  on,  I  believe,  is  the 
Center  for  the  Common  Good? 

Kaplan:   Yes. 

Bonney:   Would  you  tell  me  a  little  bit  about  that? 

Kaplan:   This  is  a  nonprofit  that  was  started  by  Martin  Paley,  who  is  a 
longtime  friend  and  benefactor  of  WID,  who  is  currently  on  our 
board.   Martin  was  the  executive  director  of  the  San  Francisco 
Foundation  when  they  gave  us  our  grants  when  we  got  started,  and 
continued  to  support  us  for  many  years.   I  was  asked  to 
participate  in  some  planning  processes  that  led  up  to  the  creation 
of  the  Center  for  the  Common  Good,  which  is  sort  of  Martin's 
final,  I  think,  professional  activity  in  his  career,  because  he's 
sort  of  easing  into  retirement  now. 
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It  is  an  organization  that  consists  of  people  from  academia, 
from  academic  religious  circles,  and  then  from  a  variety  of 
different  civil  rights  and  community  or  constituency  backgrounds, 
who  are  interested  in  bringing  people  together  to  find  common 
goals  and  values,  to  build  communities  together,  as  opposed  to 
factionalizing  and  having  different  interests  be  a  way  that  breaks 
communities  up. 

The  Center  for  the  Common  Good  does  consulting  for 
businesses  and  government,  using  sort  of  a  process  that  brings 
people  together  to  understand  what  are  all  the  different  interests 
on  the  table,  and  helps  organizations  work  together  for  their 
common  good,  as  opposed  to  splitting  into  factions,  and  comes  in 
sometimes  when  organizations  are  beginning  to  fray.   Also,  we're 
looking  at  some  new  initiatives  that  will  be  more  project- 
oriented,  as  opposed  to  consulting.   But  that's  the  center.   I've 
been  on  the  board  for  four  years  or  so  now,  and  I'm  currently  the 
president  of  the  board. 

What  kind  of  things  are  you  all  working  on  currently? 

Consulting  on  a  variety  of  different  projects.   I  just  couldn't 
recall  offhand.  Working  for  a  couple  of  different  school 
districts,  for  example,  facilitating  the  ways  that  the  school 
board  and  the  administration  deal  with  each  other.   The  dynamics 
within  the  school  board.   There's  a  particularly  difficult 
situation,  I  think,  at  the  Richmond  school  board.   It's  very 
difficult,  and  people  are  very  polarized. 

The  Center  has  worked  for  Alameda  County  Department  of--it 
used  to  be  Alcohol  and  Mental  Health--!  forget  what  they  call  it 
now.   Behavioral  Services  or  something  like  that.   There  are  a 
variety  of  different  clients  around  the  Bay  Area,  a  lot  of  which 
are  government-related.  We're  planning  to  bring  people  together 
around  regional  planning  in  the  Bay  Area,  to  focus  on  what  are  the 
shared  values  of  people  who  live  in  the  Bay  Area,  and  use  that  to 
bring  people  together  and  to  help  to  solidify  other  efforts  that 
are  going  on  to  bring  about  more  regional  planning  and  thinking. 


Is  the  Common  Good  the  consulting  part? 
these  organizations? 

No,  for  a  fee. 


Do  you  do  that  free  for 


Okay,  so  it's  not  a  private  nonprofit  organization. 

It's  a  nonprofit,  but  it  charges  a  fee  for  its  services.   It  just 
isn't  a  profit-making  organization.   If  there's  money  that's  made 
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over  and  above  costs,  it  goes  into  the  nonprofit  and  into  the 
operations  of  the  nonprofit,  not  into  people's  pockets. 

Bonney:  Okay.   Where  is  it?   Is  it  in  Oakland? 

Kaplan:  Yes,  it's  down  at  Jack  London  Square.   It's  a  small  organization. 

Bonney:  Does  it  work  Bay  Area-wide? 

Kaplan:  Yes,  Bay  Area-wide. 

Bonney:  What  is  Martin's  role? 

Kaplan:   Martin  started  off  as  executive  director  and  has  sort  of  cut  back 
and  is  now  a  senior  staff  person  but  not  the  executive  director. 

Bonney:   So  there  is  a  paid  staff  person? 

Kaplan:   Yes.   There's  three  or  four  paid  staff  people. 

Bonney:   Okay.   Then  there's  something  else  that  you're  involved  with  right 
now,  called  the  Old  Oakland  Co-Housing  Project? 

Kaplan:   Yes. 

Bonney:   I  understand  that  you're  going  to  move  into  it  at  some  point. 

Kaplan:   Into  it  when  it  gets  built.   It's  a  group  of  people  who  are  part 

of  a  broader  national  or  international  movement  that  has  sprung  up 
in  the  last  few  years,  and  there  are  several  co-housing  projects 
around  the  country,  a  few  in  the  Bay  Area.   The  basic  idea  is  that 
several  people  participate  in  planning- -we 're  in  the  planning 
stage—but  people  all  have  their  own  condo,  basically.   You  own 
your  own  unit  as  a  condominium,  as  a  part  of  a  larger  development. 
Then  there  are  common  areas  that  you  also  own  an  interest  in. 

There's  common  kitchen,  common  dining,  common  kids  area, 
common  sort  of  living  room  sort  of  social  area,  and  common 
storage,  common  garden,  common  use  of  tools  and  a  lot  of  things 
like  that.   It's  an  intentional  community  of  people  who  want  to 
live  in  community  and  know  their  neighbors  quite  well  and  work 
together.   There's  an  association  that  meets  very  frequently  now. 
Once  we  live  there,  it  will  meet  like  once  a  month  or  so.   It 
deals  with  all  of  the  different  issues  around  right  now 
development  and  design  and  figuring  out—there's  just  lots  and 
lots  of  decisions  that  need  to  be  made—how  this  place  is  going  to 
look  and  how  it's  going  to  operate  and  what  our  relationship  is 
with  the  developer  because  this  is  part  of  a  larger  development 
that's  going  to  develop  the  whole  block  there. 
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But  the  idea  is  that  you  have  your  own  place,  but  if  you 
want  to,  you  can  participate  in  common  meals  or  other  common 
activities,  and  people  know  each  other  pretty  well. 

Bonney:   What's  the  attraction  for  you? 

Kaplan:   I  would  rather  live  with  a  community  of  people  that  I  know  and 
with  people  who  sort  of  share  the  same  ideas,  who  intentionally 
want  to  live  with  other  people,  as  opposed  to  just  isolated  in  a 
neighborhood  where  you  don't  know  the  people  who  live  near  you.   I 
just  have  always  liked  that  idea.   After  I  was  separated  from 
Ralf--Ralf  never  wanted  to  because  he's  very,  very  tied  to  his 
house  and  his  machine  shop  and  his  way  of  living--!  realized,  oh, 
I  can  do  this—because  I  knew  about  this  project.   Three  or  four 
of  the  units  are  people  who  belong  to  my  church,  and  so  I  got  in. 
I  was  one  of  the  last  people  to  get  in.   There  are  twenty  units, 
and  they're  all  reserved  right  now  by  members  of  the  group. 

Bonney:   Back  in  the  late  sixties  and  early  seventies,  when  the  independent 
living  movement  was  started,  people  were  talking  about  DSP  as  an 
entity  and  GIL.   The  idea  came  up  that  people  with  disabilities, 
mostly  students  at  that  point  who  were  leaving  Cal,  would  move  in 
together  into  some  sort  of  co-op  housing  type  thing,  where  they 
could  share  meals  and  share  attendants  and  that  sort  of  thing  if 
they  needed  it.   It  was  sort  of  part  of  the  original  thinking 
about  what  independent  living  was ,  but  it  was  something  that  never 
really  happened.   People  began  to  move  out  of  the  residence 
program  and  live  in  apartments  by  themselves,  and  they  did  fine, 
so  this  kind  of  co-op  housing  idea  went  by  the  wayside.   But  is 
this  something  that  you  think  is--are  you  doing  it  because  of  your 
disability  and  because  it's  going  to  give  you  some  support,  and 
you  know  that  people  will  be  around  if-- 

Kaplan:   I  know  that  people  will  be  around.   I  think  as  you  get  older  and 
live  alone  with  a  disability,  it's  nice  to  know  that  people  will 
notice  whether  you're  coming  and  going  and  that  if  something 
happens,  you  have  a  system  so  that  people  can  at  least  watch  out 
for  you.   In  this  group,  the  goal  is  common  community  and  doing 
things  together  as  a  community.   There  are  a  couple  of  other 
people  with  disabilities  in  the  group,  but  the  idea  of  not  to 
share  disability-related  expenses  or  resources,  support.   That  may 
come  about  as  people  age.   There  will  be  opportunities  to  do  that. 
But  not  specifically  disability-related. 

Bonney:   So  you're  not  doing  it  for  that  reason. 

Kaplan:   No.   It  wouldn't  happen  there.   It's  mostly  non-disabled  people 
there.  Although  the  group  is  quite  supportive  of  access  issues, 
and  they  really  get  the  idea  that  if  a  place  is  accessible  then 
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they'll  be  able  to  stay  in  their  own  homes  as  they  age.   People 
really  seem  quite  supportive.   But  there  aren't  enough  people  with 
disabilities  or  similar  disabilities  in  the  group  to  think  about 
pooling  support,  at  least  for  now. 

Bonney:   When  do  you  think  you'll  be  moving  in? 

Kaplan:   Well,  groundbreaking  is  tomorrow.  At  least  the  groundbreaking 
ceremony  is  tomorrow.   I  don't  if  they  actually  are  breaking 
ground.   They  were  supposed  to  start  construction  in  March  and 
then  April  and  now  May.   The  developer  is  just  experiencing  a  lot 
of  problems  because  it's  so  expensive  to  construct  things  in  the 
Bay  Area  now.   Construction  is  outrageous,  and  it  keeps  getting 
higher.   It's  hard  to  get  a  lock  in  on  what  the  prices  are. 
Fourteen  months.   So  it  will  be  the  middle  of  next  summer. 

Bonney:   July. 
Kaplan:   Yes. 


Discussion  of  the  Future  and  Disability  Issues 


Bonney:   Debby,  where  is  your  career  going  next? 

Kaplan:   I  have  no  idea.   I've  never  had  a  direction  to  my  career.   I  have 
no  intention  of  moving  away  from  WID  at  all,  although  I  recently 
had  a  very  attractive  offer.  When  I  was  in  New  Orleans  at  the 
President's  Committee  on  Employment  of  Disabled  People,  Tony 
Coehlo,  who's  the  chairman  of  the  President's  Committee,  pulled  me 
aside  and  [chuckling]  just  said,  "What  would  it  take  to  convince 
you  to  come  to  Washington  and  be  the  executive  director  of  this 
task  force  that  is  implementing  President  Clinton's  executive 
order  on  employment  and  disabled  people?"   I  said,  "Nothing,  Tony. 
Nothing  would  convince  me  to  do  that."  I'm  really- -for  the  next 
five,  six  years--!  am  going  to  be  in  the  Bay  Area,  just  because 
that's  where  Ralf  lives  and  we  have  a  twelve-year-old  son  who 
needs  to  live  with  access  to  both  parents.   I  don't  know. 

I  mean,  I'm  only  forty-eight,  but  retirement  seems  like  an 
attractive  option.   You  know,  you  wonder.   Look  at  other  people 
who  are  my  age  who  are  my  peers,  and  I  think  it's  pretty  clear 
that  for  many  of  us,  we  run  out  of  energy  earlier  than  other 
people  do,  and  you  watch  people  [with  tears  in  her  voice)--!  get 
so  worried  I  don't  think  about  it  much—but  people  with 
disabilities  die  early.   There  doesn't  seem  to  be  any  real  system. 
I  guess  you  just  go  out  on  disability  and  begin  to  use  your 
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retirement  early,  but  it  just  feels  very  risky.   You  know,  what  if 
I  live  a  long  time  [chuckling] .   If  I  retire  early  and  run  out  of 
my  retirement.   But  I  just  personally  can't  imagine  working  until 
I'm  sixty-five.   The  very  thought  exhausts  me.   I  would  love 
somebody  to  pay  for  a  sabbatical  or  something.   But  in  this  line 
of  work,  you  don't  get  that. 

I  don't  know.   I  don't  know  where  you  go  from  here. 
Certainly  not  to  becoming  deputy  assistant  secretary  in 
government.  Although  for  a  while,  I  really  thought  I  wanted  to  go 
into  the  federal  government,  but  I'm  not  interested  now.   I  don't 
know.   I  don't  know. 

Bonney:   Are  there  things  you  want  to  do  that  are  not  disability-related  at 
all? 

Kaplan:   I  think  I'd  like  to  go  back  to  school. 
Bonney:   And  do  what? 

Kaplan:   I  don't  know.   I've  always  thought  that  education  is  wasted  on 

young  people.   After  you've  been  around  for  a  while,  I  think  you 
have  a  different  perspective  and  you  can  appreciate  what  you're 
learning.   It  isn't  about  remote  people  who  lived  a  long,  long 
time  ago.   You  know,  when  you're  in  your  twenties,  that's  people 
who  lived  thirty  years  ago  [chuckling] .   You  get  to  be  in  your 
fifties,  and  it's  a  whole  different  perspective  on  all  of  that, 
and  history.   So  I  don't  know.   It  would  be  fun  to  take  a  lot  of 
different  courses:  history.   I've  always  been  interested  in 
meteorology.   So  that  would  be  nice.   If  there  were  a  way  to  make 
a  living  and  go  back  to  school,  I'd  jump  for  it,  especially  after 
Desmond.   But  I  have  this  image  that  when  Desmond  graduates  from 
high  school,  I'll  probably  want  to  take  a  vacation  for  five  years 
or  something  [chuckling] . 

Bonney:   Called  retirement. 

Kaplan:   Yes!   It's  like,  okay,  I  did  enough. 

Bonney:   How  is  aging  affecting  you  and  your  disability? 

Kaplan:   It  slows  me  down.   Things  take  longer.   I  don't  have  as  much 

energy.   I  limit  what  I  do  physically  because  I'm  slower.   I  use  a 
power  chair  a  lot  more  and  don't  walk  as  much.   For  a  while,  I 
just  sort  of  felt  like  all  my  body  systems  were  all  crumbling  all 
around  me.  And  then  my  doctor  suggested  I  start  taking  estrogen 
because  I've  been  going  through  menopause  anyhow,  and  that  has 
helped  immeasurably.   It  makes  me  wonder  if  women  with 
disabilities  maybe  use  up  a  lot  of  those  kind  of  physical 
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resources  more  readily  than  other  women.   Because  estrogen- -you've 
got  a  limited  amount—and  it's  a  hormone  that  helps  all  your  body 
function,  in  many  different  ways.   I  just  wonder  if  we're  sort  of 
using  up  our  resources  more  because  we're  putting  a  lot  more 
demands  on  our  bodies.  And  so  that  helped  when  I  started  taking 
estrogen. 

But  I'm  not  quite  as  physically  active.   Thinking  about  when 
will  I  start  needing  an  attendant  [chuckling] ,  which  I  never 
thought  I  would  be.   I  started  off  walking,  and  then  went  to  a 
manual  chair,  and  now  to  a  power  chair.   But  at  a  certain  point, 
when  do  I  give  myself  a  break? 

Bonney:   So  you  think  you  will  use  an  attendant  at  some  point? 

Kaplan:   I  expect,  yes.   But  I  don't  know  when.   I  don't  know  how  I'll  pay 
for  it.   But  I've  just  started  thinking  about  it. 

Bonney:   What  kinds  of  things  don't  you  do  anymore? 

Kaplan:   Swimming.   It's  just  so  much  trouble  to,  you  know,  change  and  get 
in  and  out  of  the  pool  and  then  change  out  of  your  wet  suit  and 
dry  off  and--it  just  seems  like  ichh--that  would  take  hours!   You 
know,  just  the  whole  thing.   And  I  don't  have  that  kind  of  time. 
I  mean,  partly  it's  a  combination  of  being  responsible  for  sort  of 
the  most  that  I  ever  will  be  in  my  life,  probably.   I've  got  an 
aging  parent;  I've  got  a  young  kid;  executive  director  of  an 
organization.   And  so  my  time  is  more  valuable,  and  when  things 
take  more  time,  I  just  sometimes  stop  doing  them. 

I  don't  cook  as  much  as  I  used  to.  Well,  this  weekend, 
Memorial  Day  weekend,  I  was  supposed  to  go  on  a  church  retreat, 
where  we  go  to.   Every  Memorial  Day  weekend,  we  go  to  a  camp-out 
center,  where  there  are  cabins  but  it's  little  cots  which  you  put 
a  sleeping  bag  on  and  the  bathroom  is  in  another  building  and  I'm 
like  [chuckling]  it's  hard  enough  nowadays  to  just  use  a  hotel 
room.   I  like  my  bed.  My  body  is  creakier;  there's  more  aches  and 
pains.   I  opted  not  to  go  because  I  wanted  to  be  comfortable,  you 
know?   So  stuff  like  that. 

Bonney:   What  toll  did  it  take  on  you  to  do  your  life's  work? 

Kaplan:   I  don't  know  that  it  took  any  toll.   I  think  you  compare  what  I've 
done  with  my  life  versus  a  more  ordinary  sort  of  course,  and  I 
think  I've  gotten  just  as  much  out  of  it  as  I  put  in,  in  terms  of 
energy  and  stimulation  and  benefits  of  knowing  incredible  people 
and  feeling  a  sense  of  accomplishment  to  my  life.   I  don't  think 
it  has  taken  a  toll. 


Bonney : 
Kaplan: 
Bonney : 

Kaplan: 


Bonney: 
Kaplan: 


163 

People  consider  you  a  leader  in  the  disability  movement. 
Yes. 


Maybe  other  areas,  too,  that  I'm  unaware  of. 
to  that? 


How  do  you  respond 


Well,  I  like  it.   I  like  [chuckling]  the  recognition.   I  mean,  I 
have  worked  really  hard.   I  think  I've  got  some  good  ideas. 
Partly,  it's  just  I've  been  doing  this  for  a  long  time  and  know  a 
lot  of  people.   I  think  partly  it's  because  I'm  a  creative  person 
and  like  to  think  about  where  things  are  headed.   I  have  tended,  I 
think,  all  my  life  to  see  sort  of  where  things  are  headed 
sometimes,  not  just  disability  but  be  able  to  get  an  idea  of  where 


things  might  be,  and  be  able  to  move  on  it. 
important . 


I  think  that's 


I  know  I'm  also  a  really  good  communicator  and  can 
communicate  some  of  those  ideas  in  ways  that  people  understand  it. 
I  don't  know.   I'm  a  people  person,  too.   So  those  are,  I  think, 
all  my  reasons  why  I  think  that  it's  true.   I  think  I've  done  a 
lot  of  work  that  I'm  very  proud  of. 

What  are  you  most  proud  of?  Tell  me  two  things  you're  most  proud 
of. 

One  is  early  work  that  I  did  that  resulted  in  strengthening  the 
procedures  and  requirements  and  remedies  for  Section  501,  because 
hardly  anyone  was  paying  attention  to  that,  and  I  think  if  I  had 
not  done  the  work  that  I  did,  that  wouldn't  have  happened,  in  the 
Rehab  Amendments  of  1978. 

I  think  because  I  was  exposed  to  where  technology  was  going, 
through  Pacific  Bell's  Intelligent  Network  Task  Force,  and  I  could 
sort  of  see  where  things  were  going,  and  realized  it  was  really 
important  for  the  disability  community.  We  were  able  to  make  some 
headway  around  access  to  electronic  information  and  technology 
because  of  the  work  that  I  did  here  at  WID.   I  think  if  we  hadn't 
done  the  Blue  Ribbon  Panel  Project,  I  don't  think  the  community 
would  have  been  in  a  position  to  get  some  concrete  provisions  in 
the  Telecommunications  Act  of  1998,  that  led  up  to  that. 

But  I  was  doing  this  work  before  anybody  was  and  saying, 
"Look,  this  is  important.  We've  got  to  pay  attention  to  this." 
Now  there  are  lots  and  lots  of  major  national  disability  groups 
who  make  access  to  technology  a  significant  part  of  their  agenda. 


Bonney:   Anything  else? 
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Kaplan:   Well,  I'm  proud  of  the  work  I  am  doing  here  at  WID.   When  I 

started  this  job,  I  didn't  really  see  myself  as  a  strong  manager 
[laughs)  and  in  spite  of  that  I  think  things  have  gone  quite  well. 
Or  maybe  I  was  wrong,  I  don't  know. 

Bonney:  Or  maybe  you  are  a  very  good  manager. 

Kaplan:  Could  be. 

Bonney:  Can  you  tell  me  how  you  identify  as  a  person  with  a  disability? 

Kaplan:  I  don't  know  what  that  question  means. 

Bonney:  How  do  you  see  yourself  as  a  disabled  person? 

Kaplan:  I  see  myself  as  a  disabled  person!   [laughter] 

Bonney:  What  does  that  mean  to  you? 

Kaplan:   It  means  that  my  disability  frames  a  lot  of  my  life.   Well,  my 

disability  has  obviously  had  a  major  influence  on  what  I  have  done 
for  a  living,  on  where  I  put  a  lot  of  my  energy,  and  I'm  sure  that 
my  disability  has  had  a  lot  to  do  with  my  values  and  my  philosophy 
of  life.   Obviously  not  entirely  because  they  say  a  lot  of  who  you 
are  is  determined  pretty  early  on.   I  think  it  was  for  me 
somewhat  fortuitous  that  I  became  disabled.   I  became  disabled  in 
1972  when  CIL  was  just  getting  formed  and  I  was  able  to  get 
involved- -not  to  say  that  there  weren't  disability  activists 
efforts  going  way  back  to  Helen  Keller  and  before—but  for  this 
particular  movement,  the  independent  living  movement  and  the 
disability  rights  movement  as  we  know  it,  I've  really  had  a  chance 
to  get  in  on  the  ground  level  and  have,  you  know,  a  wide  variety 
of  experiences.   I  think  it's  been  great. 

Bonney:   How  does  society  view  you  as  a  person  with  a  disability,  do  you 
think? 

Kaplan:   Depends  on  whether  they  know  who  I  am  or  not!   [laughs]   It's 

really  remarkable.   I  think,  and  I  may  be  too  cynical  about  this, 
when  people  don't  know  who  I  am  and  they  just  approach  me  on  the 
street,  I  have  a  feeling  many  people  still  just  make  all  sorts  of 
negative  assumptions  about  my  life.   Or  who  I  am  or  how  they  can 
treat  me.   It's  an  interesting  measure  of,  you  know,  what  a  person 
is  like.   How  they  treat  somebody  with  a  disability.   But  then  if 
people  know  who  I  am,  I  get  treated  very  differently.   So  I  think 
it  is  a  real  interesting  dichotomy  that  I  notice,  you  know, 
frequently.   Having  a  disability  is  still  a  very  significant 
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disadvantage  in  society.  Although  you  can  take  advantage  of  it. 
If  people  have  low  expectations  for  you,  then  it  doesn't  take  much 
to  blow  them  out  of  the  water!   Which  is  still  irritating  but  I 
still  take  advantage  of  it! 

Bonney:   Is  the  quality  of  your  life  deteriorating  because  of  your 
disability? 

Kaplan:   That's  an  interesting  question.   Realistically,  it  is  so 

politically  incorrect  to  say  yes,  but  the  reality  is  I  don't  like 
it  that  things  take  me  much  longer.   I  don't  like  it  that  I  need 
to  talk  to  my  doctor  more  and  that  there  does  seem  to  be  an 
interaction  between  my  disability  and  my  health.   I  don't  see  it 
as  a  major  thing.   It's  an  inconvenience  more  than  anything  else. 
It's  an  irritation.   It's  hard  to  compare  how  many  forty-eight- 
year-old  people  start  having  a  lot  more  problems  by  the  time  they 
get  to  be  forty-eight.   To  what  extent  are  those  problems  related 
to  aging  and  disability?  It  gets  a  little  complicated  to  separate 
out  some  of  those  things.  Most  people  who  never  had  disabilities 
before  are  starting  to  experience  them  around  my  age. 

The  advantage  of  having  had  a  disability  all  this  time  is 
that  I'm  more  able  to  figure  things  out,  and  to  know  what  the 
resources  are,  and  to  adjust.  Although  I  do  find,  and  I  have 
talked  to  other  people  with  disabilities,  we  are  hard  on 
ourselves.   It  is  hard  to  acknowledge  needing  more  support  and  it 
usually  takes  a  lot  and  then  people  say,  "Well,  da,  you  should 
have  done  that  a  long  time  ago!"   [laughs]   But  it  is  hard.   You 
don't  want  to  admit,  and  this  is,  I  think,  just  very  human,  that 
you  need  more  support  and  that  means  that  you  can't  do  things  the 
way  you  used  to. 

Bonney:   Was  having  a  disability  embarrassing? 

Kaplan:   At  first,  sort  of.   I  certainly  have  experienced  times  when  I  have 
felt  awkward.   I  think  early  on  it  took  a  while  to  get  rid  of 
feelings  like  I  had  to  apologize,  you  know,  for  needing 
assistance,  or  for  not  doing  things  the  way  that  everybody  else 
did.   But,  not  any  more.   I'm  pretty  clear  that's  other  people's 
stuff,  it's  not  mine.   If  they  are  uncomfortable  about  my 
disability,  that's  too  bad.   [laughs] 

Bonney:   How  did  it  change  for  you? 

Kaplan:   I  just  got  a  thicker  skin.   I  don't  know,  it  was  a  gradual  sort  of 
thing  where  I  think  it  is  just  a  part  of  maturing.   This 
disability,  you  know,  was  something  that  has  accelerated  maturity 
in  my  life  in  many  ways  and  been  a  source  of  a  lot  of  lessons  and 
learning  in  many  ways  and  learning  about  life  in  general.   I  don't 
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know.   I  thought  about  it  a  lot  and  I  think  realizing  that  that 
was  what  was  going  on  and  that  I  was  feeling  apologetic  or  like  I 
was  the  source  or  cause  of  the  problems.   Just  realizing  that 
helped  me  change  and  think  about  it. 

Bonney:   Did  interacting  with  other  people  with  disabilities  help? 

Kaplan:   Oh  sure,  of  course.   Yes.  Absolutely.   You  know  I  think  it  would 
be  so  much  more  difficult  to  do  this  alone.   I  don't  know  why  but 
it's  other  disabled  women,  I  think,  and  it  is  easier  for  us  to 
share  emotional  stuff.   I  couldn't  imagine  how  it  would  have 
turned  out  if  I  hadn't  become  disabled  now  and  had  all  these 
wonderful  people. 

Bonney:   We  are  dealing,  really  in  this  time  period,  with  a  transitional 

generation  of  people  with  disabilities.   Why  do  you  think  that  is? 
Why  is  this  the  transitional  group? 

Kaplan:   Why  now?   Why  is  this  happening  now? 

Bonney:   Why  did  it  happen  to  this  group  of  people?   What  was  it  about 
these  people,  the  leaders  of  the  movement,  that  made  it  happen 
now? 

Kaplan:   Oh,  I  don't  know.   Well,  I  think  many  of  us  would  have  been 

leaders  somewhere.   It  is  just  our  personalities  and  this  happened 
to  be  what  we  took  on  and  what  happened  to  us . 

Why  now?   I  mean,  there  just  were  many,  many  things  that 
just  all  happened  at  once.   Changes  in  medical  technology  that 
really  made  it  possible  for  people  with  disabilities  to  do  things, 
and  with  technology,  in  general,  that  weren't  done  by  people  with 
disabilities  before.   Changes  in  the  role  of  women  definitely  had 
an  impact  on  the  disability  rights  movement.   All  of  the  other 
civil  rights  movements  changed  how  we  thought  of  ourselves,  and 
what  our  expectations  were  and  gave  us,  in  this  country,  a  legal 
framework  and  a  policy  framework  for  putting  our  issues  in  and 
framing  them  in  a  civil  rights  way. 

I  think  the  disability  movement  in  America  is  to  some  extent 
uniquely  American  and  it  is  not  an  accident  that  it  started  here 
as  opposed  to  another  country.   Because  some  of  the  things  we  that 
we  now  think  maybe  in  this  culture  generally  have  gone  too  far — 
individualism,  and  rights  of  the  individual—nevertheless  were  the 
basis  for  the  disability  rights  movement.   In  other  cultures,  it 
would  be  unheard  of  for  someone  with  a  disability  to  insist  on 
using  more  resources  than  somebody  else.   Unheard  of.   Can  you 
imagine,  in  Japan,  you're  going  against  the  grain  so  much  more 
than  you  are  here.   I  mean,  to  the  credit  of  the  disabled  people 
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in  Japan,  because  they've  so  much  more  cultural  opposition, 
historically,  to  what  they  are  trying  to  do  and  to  the  ideas  that 
they're  trying  to  promote  although  the  Westernization  of  Japan  is 
helping  the  disability  movement  in  Japan. 

Even  though  we  feel  and  are  sensitive  that  we  don't  want  to 
be  imposing  our  point  of  view  on  different  cultures,  and  want 
independent  living  to  be  an  adaptable  concept  so  that  it  fits  the 
reality  of  people  with  disabilities  around  the  world  and  they  turn 
it  into  what  makes  sense  for  them,  nevertheless,  I  think,  it  was 
this  point  in  time  that  it  just  made  the  most  sense.   I  don't 
know.   I  think  those  were  the  major  factors  that  contributed  to 
the  disability  rights  movement.   I  think  part  of  it  was  that  there 
were  enough  of  us  surviving  and  getting  together  and  going,  "Hey, 
I  don't  like  this."   "No,  I  don't  either.   Let's  do  something 
about  it."  I  think  the  sixties  was  a  time  when  people  could  dream 
very  big  and  actually  think  that  those  dreams  might  go  somewhere. 

Bonney:   Is  the  next  generation  of  leaders  coming  along? 

Kaplan:   Yes,  sure,  I  think  they  definitely  are.   Not  necessarily  maybe  as 
quickly  or  as  recognizably  as  we  would  like  to  think.   I  think  the 
problem  with  older  people  is  that  you  want  the  world  to  fit  into 
your  own  comfortable  ways  of  looking  at  things .   The  new  people 
will  do  things  their  way,  not  our  way.   Sometimes  it  is  difficult 
to  recognize  the  leaders  because  they  don't  look  like  us. 

Bonney:   But  you're  confident  they  are  out  there? 
Kaplan:   Yes. 

Bonney:   Where  is  the  independent  living  movement  going?  What  is  going  to 
be  the  challenge  for  the  next  ten,  fifteen,  or  twenty  years? 

Kaplan:   I  think  managed  care,  and  really  what  goes  along  with  it,  medical 
rationing  are  huge  challenges  for  the  disability  movement.   That's 
coming  and  it's  been  coming  for  a  while  and  it's  here.   I  think  it 
is  so  scary  that  we  tend  not  to  want  to  focus  on  it  too  much.   It 
is  very  scary  stuff.   It's  as  though  in  the  fifties  and  sixties 
there  was  enough  money  and  technology  to  have  all  these  advances 
in  health  care  which  led,  in  part,  to  the  disability  rights 
movement.   But  now,  even  though  this  society  is  wealthier  than  it 
ever  has  been,  it  is  also  much  more  selfish  than  it  ever  has  been, 
I  think.   People  are  saying,  "Well,  we  meant  to  give  you  something 
but  you  are  asking  for  far  too  much  now  and  who  says  that  we 
should  pay  for  you  to  stay  alive?"  So  I  think  there  is  a  real 
backlash  just  against  the  underpinnings  of  the  whole  disability 
movement.  We  really  have  to  strongly  assert  our  right  to  exist. 
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Bonney:   Do  you  think  it's  an  intentional  reaction  intended  toward  people 
with  disabilities? 

Kaplan:   In  some  respects,  yes.   Oh  yes.  We've  gotten  too  nervy  for  some 
people  and  too  demanding.   It  really  offends  some  people  that 
disabled  people  would  stand  up  and  assert  that  they  have  a  right 
to  certain  things  as  opposed  to  just  begging  for  them  which  felt 
okay.   I  think  some  of  it  is  well-meaning  people  who  haven't 
thought  through  the  consequences  of  their  rhetoric  or  thought 
through  what  it  means  to  say  and  do  things.   The  1980s  started  a 
period  of  privatization  and  a  general,  social  idea  that  market 
forces  should  really  be  the  only  forces  we  pay  attention  to.   De- 
legitimizing  of  government  and  some  of  the  roles  that  government 
traditionally  plays.   Equalizing  opportunity  and  redistributing 
wealth,  which  is  one  of  the  roles  of  government,  all  of  that  has 
been  thoroughly  undermined  by  the  last  fifteen  years  or  so.   This 
is  what  you  get  when  you  say  profit  is  the  primary  value  when  it 
comes  to  health  care.   It  is  okay  for  profit  to  drive  it.   That  is 
what  you  get.   I  think  we  have  to  really  be  strong  in  resisting 
that  and  asserting  the  values  underlying  it. 

Bonney:   What  do  you  think  it  is  going  to  take  to  fight  it? 

Kaplan:   I  have  no  idea.   I  have  no  idea.   We  can  see  an  issue.   I  was 

involved  in  issues  around  reproductive  technology  way  before  other 
people  were  paying  much  attention  or  thinking  about  what  it  might 
mean  for  people  with  disabilities.   It  rolled  right  on  in  and  now 
it  is  not  questioned  that  a  pregnant  woman  would  go  through  all 
sorts  of  diagnostic  testing  before  ever  giving  birth.   Only  now 
are  some  of  the  ideas  and  questions  that  we  were  raising, 
legitimate  questions.   It  is  astonishing  to  me  how  long  it  took 
and  I  have  no  idea  where  it  might  go.   I  think  we  can  see  there  is 
a  need  and  we  can  see  that  things  need  to  happen  and  sometimes  it 
takes  ten  or  fifteen  years  for  society  to  catch  up  with  us.   I 
think  the  disability  movement  is  ahead  of  its  time  in  many 
respects.   The  social  implications  of  what  we  are  saying  about 
people's  relationships  to  each  other  and  people's  relationships  to 
government  are  profound.   I  think  we  just  usually  are  way  ahead  of 
everybody  else. 

Bonney:   Are  you  optimistic  or  pessimistic  for  the  future? 

Kaplan:   [laughs]   I  have  a  new  theory  about  why  all  these  kids  are  running 
around  shooting  each  other  and  stuff.   I  think  it's  a  sort  of  a 
generational  mental  imbalance  because  the  young  generation  has  a 
gut  understanding  of  what  we  are  doing  to  the  planet.   [tears  in 
voice]   That  is  very  pessimistic! 
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Bonney : 
Kaplan: 


Yes,  it  is. 
society  do? 


[laughs]   Is  there  a  way  to  counteract  it?  What  can 


Bonney: 
Kaplan: 
Bonney : 
Kaplan: 


I  don't  know.   What  bothers  me  the  most  is,  and  yet  we  buy  into  it 
in  so  many  ways,  in  order  for  this  organization  to  do  well,  we 
have  to  cozy  up  to  all  of  the  large  corporate  interests  which  are 
to  some  extent  the  major  sources  of  support  of  the  entire  market 
approach  to  everything  these  days.   Yet,  it  is  a  dichotomy  that  is 
sometimes  difficult  to  live  with.   I  think  it  is  ironic  because  it 
was  the  old- saw  communists  who  used  to  rail  about  the  materialism 
of  the  West  and,  yet,  it's  really  true!   It's  appalling.   It's 
appalling.   I  mean  there  are  so  many  appalling  things  going  on. 

I  am  an  optimist  at  heart  and  I  believe  in  the  positive 
forces  of  human  nature,  as  I  define  them.   I'm  a  liberal  to  some 
extent.   Believe  that  the  good  instincts  are  maybe  just  as  strong 
as  the  negative  ones.   I  think  the  materialism  that  is  going  on 
now  is  not  good  for  people  with  disabilities.   It  leads  people  to 
question  anybody  paying  for  anything  that  they  don't  directly 
benefit  from.   It  is  just  appalling. 

Yet,  I  think  there  are  a  lot  of  people  who  do  understand 
that  it  is  in  their  own  best  interest  for  the  disability  movement 
to  succeed  because  everybody  will  become  disabled.   I  think  people 
are  beginning  to  get  it .   That  is  a  much  more  popular  idea  than  it 
used  to  be.   I  think,  hopefully,  enlightened  self-interest  will 
prevail.   I  don't  know.   It  is  an  uncomfortable  time  right  now,  a 
very  uncomfortable  time  to  think  about  more  broadly  what  is  going 
beyond  just  our  movement. 

I  was  just  thinking  this  morning,  when  Hollywood  and  the  TV 
studios  can  put  whatever  the  hell  they  want,  no  matter  how  violent 
it  is,  out  there,  and  their  rationale  is  "Well,  people  buy  it," 
and  there  is  no  social  force  that  can  say,  "No,  that  is  not  okay. 
These  kids  are  emulating  what  they  see  and  it's  not  good  and  it's 
not  healthy  and  we  don't  think  it  is  a  good  thing."  Capitalism 
may  be  the  best  economic  system  but  it  sure  does  need  to  be  kept 
in  check  or  people  get  way  carried  away.   I  think  we  are  seeing  a 
lot  of  people  getting  way  carried  away. 

Is  there  anything  that  you  would  like  to  talk  about  or  say? 

No. 

Have  we  missed  anything? 

I  don't  think  so. 
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Kaplan:   I  hate  to  be  so  pessimistic  but  I  think  it's  just  a  difficult  time 
and  we  tend  to,  even  though  there  have  been  so  many  advances  in 
the  disability  movement,  sometimes  it  is  difficult  to  grasp  all 
the  successes  that  we've  had.   Because  we  really  have.   When  I 
became  disabled  it  was  not  like  it  is  now  at  all  in  many,  many 
respects.   That  is  great.   I  do  believe  that  the  disability 
movement  is- -the  more  powerful  we  get- -the  better  off  everybody  is 
even  though  there  are  lots  of  people  who  don't  see  it  that  way  and 
who  see  us  as  being  selfish  and  wanting  things  just  for  ourselves. 
The  reality  is,  I  think,  we  are  a  voice  for  society  behaving  in  a 
much  more  balanced  way.   So  I  hope  we  prevail. 

Bonney:  Well,  thank  you  very  much,  Debby.   I  enjoyed  it. 

Kaplan:  Me  too. 

Bonney :  Thanks . 

Kaplan:  You're  welcome. 


Transcribed  by  Amelia  Archer  and  Him  Eisenberg 
Final  Typed  by  Shannon  Page 
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